
Medicare reimbursement culture 
creates ‘biomedical gates’ to care
New report says payment plans are hindering hospice mission

After more than 20 years of Medicare reimbursement for hospice
care, the industry has become preoccupied by clinical indicators
and local medical review polices that offer guidelines for hos-

pice admission. Too often a prospective hospice patient is defined by
clinical indicators, rather than by the psychosocial characteristics that
affect the quality of one’s death.

“There has been a shift in intent,” says True Ryndes, ANP, MPH,
president and chief executive officer of the National Hospice Work
Group, and vice president for mission and policy at San Diego Hospice.
“What has happened is we’ve created biomedical gates to hospice care.”

Local medical review policies suggest certain clinical factors be pre-
sent for a patient with a specific disease to be admitted to hospice. Yet,
it is the non-clinical conditions that hospice workers target once a
patient is under their care. In short, the things that drive access to hos-
pice often have very little to do with what hospice is about. The end
result can be that access is denied to those who would benefit greatly
from hospice care.

A three-year study of hospice access came to a similar conclusion. 
In April, the Hastings Center and the National Hospice Work Group
released their study findings in a report titled Access to Hospice Care:
Expanding Boundaries, Overcoming Barriers. The study was published 
as a special supplement to the March/April 2003 issue of the Hastings
Center Journal, a bioethics publication.

The report examines access to and delivery of hospice care from the
perspective of social justice, equity, or fairness, and offers recommenda-
tions to lawmakers, the hospice industry, and individual hospices.

In the report summary, the authors asked “What is wrong with this
picture?” to help drive home the message of the report:

“Maria, a 34-year-old mother of two, received a prenatal diagnosis
that her baby has a lethal congenital anomaly and will only briefly live
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after birth. When Maria’s physician tells her not
to schedule more visits until just prior to her due
date and sends her home, she reports great emo-
tional distress being left to ‘wait for death’ with-
out any support. A local support group tells her
of hospice but the hospice will not accept her
until the baby is born alive and lives to go home.”

The vignette reveals the conflicting intentions
hospices face that ultimately affect whether
patients in need of comfort and support are
admitted into hospice care. Often, it is patients
who progress beyond a hospice’s ability to pro-
vide effective care who are admitted simply
because they fit a medical criterion.

“Death is an inevitable aspect of the human
condition,” the report says. “Dying badly is not.” 

Based upon that premise, the authors offered
the following recommendations to improve hos-
pice access and ultimately improve care for the
terminally ill:

• Health care leaders, policy-makers, and key

stakeholder groups must come to consensus on
the definition of palliative care and develop a
framework for greater accountability in pallia-
tive care delivery in concert with financing
mechanisms.

• Public policy should expand the scope of
hospice services.

• Policy-makers should act immediately to
bring about policy reform of the absolute applica-
tion of an individual’s prognosis as a primary cri-
terion for reimbursement of services.

• Access to and delivery of hospice should be
expanded to dying people residing in long-term
care facilities. Leaders in the hospice community
and in mainstream medicine must promote hos-
pice-hospital partnerships to meet current and
projected needs of the rapidly expanding volume
of chronically and terminally ill patients. Tele-
medicine should be developed to expand access
to palliative care. 

• The business community should be engaged.
• Educational programs should be developed

to “reintroduce” hospice and palliative care to the
public in light of their new capabilities, flexibility,
and accessibility.

HMB is a subset of hospice

The authors of the report say the recommenda-
tions represent “a course for the future of hospice
in America” that requires patience, political lead-
ership, and an openness to new ideas. The recom-
mendations are national in scope, says Ryndes,
who was one of four principal authors of the
report. Yet, Ryndes acknowledges that individual
hospices can take action to help improve hospice
access within their own communities.

Improving access from an individual hospice
standpoint begins with focusing on individual
strengths and resisting the pressure to emphasize
biomedical aspects of hospice admission, says
Ryndes.

Stephen Connor, vice president for research
and development for the National Hospice and
Palliative Care Organization in Alexandria, VA,
puts it more bluntly: “Hospices cannot let the
Hospice Medicare Benefit define hospice care.”

The statements of both Ryndes and Connor go
against the grain of a hospice reimbursement
model rooted in more than two decades of being
dependent on Medicare and Medicaid for its col-
lective livelihood. In business terms, too many
hospices have a single product line and have
catered to only a few well-paying customers.
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Worse, these customers have allowed hospices to
stray from their original mission of treating the
dying and their families no matter their circum-
stances. Medicare’s vigilant efforts to reduce
fraud and abuse have conditioned hospices to
look at patients from that perspective.

Connor qualifies his statement by saying hos-
pices should not risk alienating these payers by
bucking the system. His advice: Make your case
for patients you believe should be admitted, even
if they fall outside the Medicare guidelines, and
look for other ways to pursue the original hospice
mission.

The May 7 issue of the Journal of the American
Medical Association (JAMA) published a study
that suggests other payers are more receptive to
hospice. According to the study, Medicare benefi-
ciaries who had been diagnosed with cancer and
who were enrolled in managed care plans had
consistently higher rates of hospice service and
significantly longer hospice stays than those
enrolled in fee-for-service plans. The researchers
concluded that there is a possibility that managed
care plans are more adept at utilizing hospice.

Continue education efforts

For the past several years, hospice experts
have debated the kinds of educational efforts
that would help improve access. A chicken-or-
egg argument has ensued. Should consumer
education lead the way? After all, consumers
drive the market. Or should physician education
lead the way? Physicians do control referrals. 

The hospice access report suggests that 
hospices do both.

Reaching consumers of health care services is 
a challenge. Convincing consumers that hospice
care is an appropriate service at or near the end
of life is part education and part trust-building.
The hospice access report highlighted three char-
acteristics of hospice valued by consumers: 

1. Responses to the human consequences of
profound illness (palliative care management).

Hospice staff respond to the need for comfort,
safety, choice, and support experienced by dying
patients and their families as their conditions
change and they move from one care setting to
another.

2. Continuity of caregiving. 
Hospice staff maintain a coherent vision of

what is preferred by and effective for patients
and their families as care shifts to new settings
and providers. 

3. Response to evolving community needs. 
Hospice leaders have expanded a philosophy

of care originally based on the needs of white,
middle-class adults with cancer. Hospices now
serve people with many other diseases, as well 
as children, people living in difficult service areas
such as prisons and the rural “outback,” and the
community’s bereaved.

Another facet of consumer education is engag-
ing the business community (No. 8 on the report’s
list of recommendations). “Good care of dying
Americans is clearly a workforce issue because it
relates to productivity of employees as patients
and as caregivers,” the authors wrote. “Therefore,
the major national hospice foundations, in concert
with community hospices, should assist the busi-
ness community in understanding the economic
value associated with support to employees who
are caregivers as well as the benefits associated
with proactive responses to employees who
become chronically ill.”

Culture change

Setting sights for new payer horizons, expan-
sion of services, and education of consumers and
physicians to improve access both at the commu-
nity level and the national level cannot happen
unless hospices change their own culture.

Hospices have to take hard looks at themselves
and ask if they are still on the charted course of
caring for all dying patients. Or are they engag-
ing in behavior that results in admitting patients
using narrow criteria to avoid scrutiny?

“Our mission is to take care of dying people,
not just those who are motivated for hospice
care,” says Connor. “We have to reach out to
those who don’t know about hospice. Hospices
have to find more ways to fulfill their mission.
They have to embrace change, including going
outside the hospice Medicare benefit.”

Medicare reimbursement for hospice increased
from $445.5 million in 1991 to $3.6 billion in 2001,
a 710% increase. That’s the good news. The bad
news is that despite the exponential growth in
reimbursement, hospices still have far more of 
a stake they need to claim in health care spend-
ing. Specifically:

• The average hospice length of stay is short.
More than 50% of patients spend fewer than 30
days in hospice, 25% spend a week or less, and
7% spend two days for less.

• Hospice residents are less likely than non-
hospice-residents to be hospitalized in the last 30
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days of life (12.5% vs 41.3%) and the last 90 days
of life (24.5% vs 53%).

• Hospice patients received superior pain
assessments compared to those who did not
receive hospice.

If access has not improved — meaning hos-
pices are treating the same types of patients with
the same types of disease — yet revenue is
increasing, the question hospices must ask them-
selves is: Whom exactly are we trying to serve?  ■

Telehospice may be answer
to staffing challenges
It’s not as expensive as you might think

Like two trains steaming full-speed toward
each other, the growing aging population and

the continuing shortage of nurses and other pro-
viders threaten to come crashing together, derail-
ing whatever progress hospices make toward
increasing access to their services.

The recently released report, Access to Hospice
Care: Expanding Boundaries, Overcoming Barriers,
recommends hospices consider implementing
telemedicine to increase access to palliative care
services. The study was published as a special
supplement to the March/April 2003 issue of the
Hastings Center Journal, a bioethics publication.

Development of telemedicine within the hos-
pice industry will play an important part in hos-
pices’ efforts to keep up with increased demand
for services, including expansion of services
beyond the hospice Medicare benefit, says True
Ryndes, ANP, MPH, president and chief execu-
tive officer of the National Hospice Work Group,
and vice president for mission and policy at San
Diego Hospice.

Telemedicine may prove to be a technology
that individual hospices of all sizes pursue and
ultimately make commonplace in the industry,
rather than being limited to large envelope-push-
ing hospices with deep pockets.

The reason: the equipment and infrastructure
— a videophone and existing telephone lines —
are inexpensive. Videophones cost about $400 per
unit and can be purchased off the shelf at most
electronics stores. 

In October 2002, Michigan State University
(MSU) in East Lansing and the Hospice of
Michigan in Southfield completed a joint project

that studied the use of telemedicine with Hospice
of Michigan patients.

Researchers examined the use of the interactive
video technology that was used in the care of 200
Michigan patients during a two-year period. The
goal of the study, which was partially funded by
a grant from the National Telecommunication
and Information Administration, was to examine
whether the technology could help eliminate bar-
riers to hospice services, including access issues
related to geography and cost. 

“What we found was that patients love this
technology,” says Pamela Whitten, PhD, associ-
ate professor of telecommunications at MSU and
lead researcher on the telehospice project in
Michigan, which was also part of a two-state
study that included the University of Kansas 
in Lawrence, Hospice Inc. in Wichita, Hays
Home Health and Hospice in Hays, and Hospice
Services in Phillipsburg. “The real barrier was
the providers themselves,” Whitten observes.
“Most of them could recall dramatic stories of
how [telehospice] helped patients; the reasons
they cited for disliking the technology came
down to really mundane things.”

The reasons varied, says Whitten. They ranged
from providers not wanting to lose their mileage
reimbursement to fearing loss of autonomy.

Still, providers who opposed the technology
were a small minority, Whitten says. Given the
approval of both staff and patients, especially in
rural areas, telemedicine represents at least a par-
tial solution to the impending convergence of two
storms.

“It can help spread a hospice’s resources, espe-
cially in rural areas,” says Whitten.

The authors of the access study agree. They
recommended that the Centers for Medicare &
Medicaid Services (CMS) and other government
agencies establish demonstration projects similar
to the Michigan-Kansas telemedicine study. 

“CMS or some other appropriate government
agency should move quickly to fund multi-state
telehospice demonstration projects in which cen-
trally located palliative care specialists can inter-
act at a moment’s notice with rural hospice staff,
family caregivers in varied geographical settings,
and staff in non-hospice inpatient settings,” the
authors wrote in their recommendations.

“We think that telehospice will play a role in
enhancing hospice care by increasing the amount
of service available to patients, lifting the pres-
sure off hospice providers who are trying to pro-
vide greater access to care, and relieving some of
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the costs associated with high-quality care,” says
Whitten.

In the first year of the Michigan-Kansas tele-
hospice project, Hospice Management Advisor
detailed how the project worked. At the time,
researchers began giving patients a 13-inch televi-
sion monitor with a camera mounted on the
screen. Patients were given the equipment after
the technology was explained to them and they
consented to being part of the research project.

Hospice workers were able to control the
image of the patient using the keypad of their
touch-tone phone to enhance the visual interac-
tion. For example, the team nurse was able to
zoom in and take an on-screen snapshot of a
medicine bottle held up by a patient or family
member.

By today’s technology standards, the setup is
relatively simple. Telehospice involves the use of
standard telephone lines and interactive video
technology, including a speakerphone, a mini-
video camera, and television monitors. Hospice
patients who participated in the study were able to
call members of the hospice interdisciplinary team
for a video consult. That gives patients and their
caregivers 24-hour access to a nurse or physician. 

Whitten reiterated that telehospice should not
be used to replace visits. Researchers hoped to
show that the technology would enhance the ser-
vices they already provide and make better use
of nurses’ time.

Preventing a needless 100-mile round trip

The video connection was used a number of
times when caregivers were in crisis. The video-
phone was used to assess the situation and deter-
mine whether a nurse should be sent to the home
for an emergency visit. Hospice workers often
were able to resolve the crisis using telehospice to
convey instructions after a visual assessment of
the patient’s condition was made.

When a caregiver is concerned about a patient’s
labored breathing, for example, the caregiver can
dial into the system and point the small camera at
the patient so the nurse or physician can evaluate
the patient’s condition. Rather than having to
send a nurse to the home for what amounts to a
simple solution, the clinician can instruct the
patient on the next step and evaluate whether a
more complicated solution is required along with
a home visit.

“It has the potential to save hospice staff from
100-mile round-trip visits and reduce the number

of panic calls,” says Whitten.
Telemedicine is nothing new to the health 

care industry. For example, since 1986, the Mayo
Clinic in Rochester, MN, has had a satellite-based,
full-motion video system to unite their clinics
with sites around the world. Since then, more
than 300 clinical examinations involving all spe-
cialties have taken place by means of the satellite
system.

In addition to patient exams, telemedicine is
commonly used between remote sites to enable
the interpretation of electrocardiography, echo-
cardiography, X-rays, and magnetic resonance
imaging.

Rural and urban applications

In May 1997, Kendallwood Hospice in Kansas
City, MO, collaborated with the University of
Kansas on a joint telehospice project, which later
became the origin of the two-state telehospice
project involving Michigan and Kansas.

The Kendallwood experience showed that
telemedicine not only has applications to hospice,
but also has promise for improving care and
reducing costs. The original idea was that telehos-
pice’s greatest potential is in serving patients in
remote areas. Routine telehospice consults could
be provided in addition to scheduled home visits
without having to require nurses to make addi-
tional long drives to patients’ homes in rural
areas. Urgent calls could be handled in a timelier
manner.

For Kendallwood, which serves a large number
of rural patients, the use of telemedicine made
sense. The technology was implemented to lessen
the need for hospice workers to drive long dis-
tances for short visits and give patients immedi-
ate access to staff when a crisis arises. 

Contrary to rural areas of Kansas, Detroit is
predominantly urban and suburban. Yet, Whitten
says access to hospice care is still an issue in these
areas. Researchers say more urban-based patients
used telehospice because of the sheer number of
them.

The authors of the hospice access study say
more demonstration projects need to be done.
Further telehospice projects will likely measure
how the technology will improve access to hos-
pice care, including examination of utilization
data before and during the use of telehospice.
Future research will probably focus on under-
served groups, such as rural residents and urban
shut-ins.



Researchers also will need to determine
whether telehospice can provide the same or bet-
ter clinical outcomes compared to care not sup-
plemented by telehospice. In addition, they hope
to gauge the range of services that can be effec-
tively provided using telehospice.

Future research must also address the ugly “C”
word: cost. Can telehospice help reduce costs
while allowing hospice workers to provide high-
quality care? Research in the near future will
likely track and compare the average costs of care
using telehospice and traditional care using only
face-to-face visits.  ■

‘Back to basics’ a good
way to grow your hospice
Do what you already should be doing, but better

By Larry Beresford

The number of terminally ill patients enrolled in
America’s hospices continues to rise, now top-

ping 700,000 per year. But growth in patient enroll-
ment has been counterbalanced in recent years by
declining lengths of stay. The net result for many
hospices has been stagnating average daily census,
a more telling measure of actual growth.

In an uncertain and competitive environment
for hospices, providers that can’t find ways to
move forward and continue to grow may find
themselves losing market share or even sliding
backward. 

Two proprietary national hospice chains,
Odyssey HealthCare of Dallas and VistaCare of
Scottsdale, AZ, are investing proceeds from stock
market initial public offerings in an attempt at
aggressive national expansion. The implication is
that these two companies see potential for hospice
growth and profitability. How successful they will
be at dominating the hospice market nationwide
remains to be seen. However, their strategic aims
pose a significant challenge to existing hospice
providers and suggest that many established hos-
pices will be hard-pressed to find their own com-
peting strategies for census growth. 

Trendy new programs and product lines may
not be the most efficient strategies for driving a
hospice’s growth. Several leading hospice man-
agement consultants who work with clients
around these issues every day suggest that hos-
pices may get more return on investment from
critically revisiting some of their most basic oper-
ations to improve performance on such funda-
mental tasks as:

• intake;
• marketing;
• professional relations;
• orientation to customer service;
• length-of-stay management;
• quality of clinical services;
• quality improvement processes;
• telling the story of the hospice’s high-quality

product to its community.
Of course, in a field as diverse as hospice, 

not everyone will agree on the difference between
basic and advanced versions of hospice manage-
ment. Some hospices are better at the basics than
others, while some, unfortunately, have viewed
sound business strategies as somehow incompati-
ble with a mission-driven orientation. 

But the essential tasks of managing a success-
ful, growing hospice program are much the
same regardless of philosophy, model, setting,
or community. Improving the basics is also rec-
ommended for developing new product lines 
or preparing for potential future affiliations or
acquisitions.

A hospice that could extend its average length
of stay by even three days through more timely
admissions would experience significant growth
in patient census and revenues. Similarly, using
targeted marketing to increase referrals from a
few key physicians or improving the agency’s
“conversion rate” of referrals that result in actual
admissions would spark growth without the
need for new product lines. 

Such growth often can be accomplished with
less spending and less expenditure of staff
resources than might be required to launch a
hospital palliative care consultation service or 
a cardiopulmonary specialty team.

“Hospice managers don’t always want to look
critically at their programs,” says hospice consul-
tant John Mahoney of the Summit Business
Group in Penfield, NY. “It can be hard to do.
They may be afraid of what they might find or
doubt their ability to do something about it. Your
expectation in doing this should not be one of
perfection, but of looking for ways to do things
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better,” Mahoney says. “What sometimes gets in
the way is the attitude of hospice staff: ‘We can’t
do that, we don’t have the staffing, it’s too expen-
sive.’ We can get stuck in the mindset that we
can’t do anything about the issue. There is also
the question of organizational culture; is this
issue even important to us?”

Looking seriously and critically at the organi-
zation’s performance on basic operations also
requires lots of data. Many hospices lack the data
they need or the ability to generate useful knowl-
edge from the data, Mahoney says. Developing
tools, mechanisms, and processes for quantifying,
tracking, and assessing overall quality of clinical
care is also essential.

One of the most fundamental management
issues for hospices interested in growth — beyond
the even more basic imperative of consistently
providing a high-quality, professional service at
the patient’s bedside — is intake and admissions.
What kind of message does the hospice’s intake
staff give in response to that first, difficult-to-
make call for help from patients, families, or har-
ried physicians? Are the answers mostly “yes,”
with genuine offers to find solutions for the
caller’s problems and a commitment to be as help-
ful as humanly possible? Or are they comments
like: “We’re not sure if you are appropriate for
hospice,” or “Why don’t you call your physician
and then you or he/she can get back in touch
with us?”

Such comments instantly put roadblocks in
the way of getting terminally ill patients the
help they need. Over time, they also create a
negative reputation for the hospice and con-
tribute to declining lengths of stay.

How quickly can a hospice’s admission team
get out to the patient’s home or to a hospital
room (if that’s where the patient is at the time 
of referral)? Offering same-day admissions — 
or within 24 hours at the latest — is a hugely
important target for elevating a hospice’s prac-
tice, as is the willingness to enroll terminally ill
patients while they are still in the hospital.

Assessment visits that offer recommendations
and equip the patient and family for making
informed treatment decisions can be beneficial
even if the patient turns out not to be hospice-
appropriate or opts not to enroll in hospice care
at the moment. And when callers only want
information or a brochure, do intake staff obtain
their phone numbers anyway and follow up with
a phone call later to confirm that they received
the help they needed?

Hospice managers should consider visiting
their agency’s intake office every day, listening to
how staff handle calls and reviewing every refer-
ral that results in a non-admission to determine
whether there are fixable patterns or self-imposed
barriers. Conversion rates lower than 75% to 85%
at least deserve the manager’s scrutiny, says con-
sultant Patrice Moore of the Watershed Group in
Gainesville, FL. 

‘Sales’ loses its stigma

“Over time, the hospice industry has gradually
come to accept principles of selling and sales
management,” notes consultant Peter Benjamin,
with the Huntington Group in Coconut Grove,
FL. “When I first started working with Vitas
Healthcare Corp. in 1991, hospice people were
reluctant to even say the words ‘sales’ or ‘market-
ing’ out loud.”

The new acceptance of a sales mentality in
hospice reflects in part a growing recognition 
of the suffering experienced by many dying
patients who never make it into hospice care,
and hospice’s responsibility to make the service
as accessible as possible for them. However, it 
is more common for hospices today to employ
sales/marketing/community education repre-
sentatives than to provide those people with the
ongoing supervision they need, Benjamin says.

“For hospices’ business to grow, not only do
they need a selling function, but they also need 
to assign responsibility for managing the people
doing the selling. Evidence clearly shows that for
sales professionals, if you coach them, manage
them, analyze their results, get in the car and go
out with them on calls, they perform better.” 

Another key, he says, is territory management
— making sure sales staff are targeting the right
people. Hospice managers and sales reps should
be able to instantly name the agency’s 10 most
important customers and 10 most important
prospects for growth. They also may want to
learn from other health care industries that
depend for their success on influencing physi-
cian behavior.

“Do you know what a selling culture looks
like and feels like?” Benjamin asks. “It is inher-
ently customer-friendly. With some hospices, if
you call them, it may seem like you reached the
sales prevention department. Hospice profes-
sionals sometimes forget that hospice care is not
something anybody would want or ask for if
they didn’t really need it.”
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Other marketing strategies include providing
targeted training to intake staff and then testing
staff to make sure they give consistent, user-
friendly, easy-to-understand answers about the
hospice and its admissions policy. Getting pro-
fessional consultation on the effectiveness of 
the agency’s brochures and other printed prod-
ucts and convening focus groups for in-depth
exploration of the needs and perceptions of key
constituencies can give the manager valuable
information.

Hospices also face dilemmas over patients —
or their physicians — who want to continue radi-
ation treatments or chemotherapy described as
“palliative.” Such treatments may be difficult to
cover under the hospice per-diem rate, but refus-
ing to provide them often means an otherwise
appropriate patient will come to hospice much
later — if at all.

Instead of just saying “no” to such treatments,
take the time to examine their impact, Moore sug-
gests. “Do a study of who you have turned down
because they were receiving radiation or chemo-
therapy. Then find out the actual costs of their
treatments.” 

If providing such palliative treatments within
the hospice plan of care makes it possible to
enroll patients on the benefit weeks earlier, a
case could be made for its net fiscal benefit to
the agency.

“Often these seriously ill patients become more
frail with treatment and don’t want the treatment
to continue, but they don’t have anyone advocat-
ing for them if hospice won’t help them,” Moore
says. Hospices unwilling to commit to an open-
access policy may find themselves in a Catch-22:
unable to pay for costly outlier treatments because
they don’t have a big enough caseload or length
of stay to average the costs, and unable to admit
more patients sooner because they can’t pay for
their palliative treatments.

Declining length of stay remains one of the
thorniest challenges facing hospice managers, a
challenge with no easy answers. But it is essential
that managers at least have current data — and
not just on overall length of stay but broken
down by physician, disease, and other key vari-
ables, Benjamin says. “I say to my clients, ‘Let’s
do a drill-down into the medical records, even 
if we have to do it by hand.’”

Hospices may resist telling individual physi-
cians how they stack up on their patients’ average
length of hospice enrollment, even though physi-
cians by now are used to receiving comparative

data from other sources, Benjamin says. “The next
step is to actually influence their behavior — but
that’s not back to basics. That’s the advanced mar-
keting course.”

[Editor’s note: Columnist Larry Beresford is a free-
lance journalist based in Oakland, CA, specializing 
in hospice, palliative, and end-of-life care. In 1999 and
2000 he was senior writer and editor for the National
Hospice and Palliative Care Organization (NHPCO)
in Alexandria, VA, and then the primary researcher
and author of Hospital-Hospice Partnerships 
in Palliative Care: Creating a Continuum of
Services, a report jointly issued in December 2001 
by NHPCO and the Center to Advance Palliative Care.
Beresford is also the author of the definitive consumer’s
guide to hospice care, The Hospice Handbook
(Boston: Little, Brown & Co., 1993).]  ■

Study shows disparities 
in perceptions of pain
Blacks endure more pain without proper care 

African-Americans endure pain without
effective treatment. Another study about

how palliative care fails minorities was recently
released, adding to what seems like mounting
evidence that hospice and others involved in
end-of-life care are failing to meet the needs of
African-Americans, including understanding
the cultural factors that play a role in patients’
perception of pain.

According to a study presented at the annual
meeting of the American Pain Society in April,
African-Americans may be disproportionately
missing out on effective treatment for chronic
pain — from arthritis to backaches — that affects
their quality of life.

The newest research on pain differences
between blacks and whites suggest that African-
Americans have greater barriers to pain care,
some of it created by patients themselves. For
example, black women are much more likely
than white women to have severe pain and
related mental health effects when they finally
seek treatment from pain specialists. 

“Overall, African-Americans with chronic pain
have significantly more symptoms than whites
when they first seek pain treatment, as well as
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more pain, depression, and impairment in their
physical, emotional, and social health,” says lead
researcher Carmen Green, MD, an anesthesiolo-
gist and assistant professor at the University of
Michigan Health System’s department of anes-
thesiology and a pain specialist at the U of M’s
Multidisciplinary Pain Center. “This has tremen-
dous implications for their quality of life and
overall health.”

While researchers say effective treatment is
lacking, they could not identify the reasons why
blacks and whites perceive and handle pain dif-
ferently. They suspect, however, that factors such
as economics and cultural differences play a sig-
nificant role. The researchers have additional
studies under way to further explore the impact
of chronic pain on racial and ethnic minorities. 

Green and her colleagues studied African-
American and Caucasian men and women who
were seen at the University of Michigan pain
center for chronic pain in recent years. Using
standardized survey questionnaires, 3,132 white
women and 345 black women were asked about
their pain, emotional health, and disability level. 

Green’s study reflects what has become an all-
too-common conclusion about African-Americans
and their access to quality pain management, pal-
liative care, and hospice.

Experts like Richard Payne, MD, chief of the
Pain and Palliative Care Service in the depart-
ment of neurology at Memorial Sloan-Kettering
Cancer Center in New York City, have described
similar barriers. But getting appropriate care is
often difficult for African-Americans because dis-
parities occur well before patients reach the end
of their lives. Mistrust of the health care system
has been nurtured by historical landmarks such
as the 1930s Tuskegee study, in which black men
with syphilis were denied penicillin, as well as by
personal experiences and perceptions. 

For example, African-Americans dispropor-
tionately lack health insurance. So when elderly
dying African-Americans are told that hospice
care is covered under Medicare, they are wary of
the benefit after a lifetime of being denied cover-
age for other medical conditions.

“We need to help them get past these things,”
says Carla Alexander, medical director and vice
president for medical leadership at the National
Hospice and Palliative Care Organization in
Alexandria, VA.

Hospices must become sensitive to the cul-
tural issues that pose barriers and educate
African-Americans by enlisting leaders within

the community and a staff that reflects diversity
to deliver the message.

“African-Americans mistrust the system,” says
Alexander. “Because of that, someone has to con-
vince them that it is not always in their best inter-
est to pursue intensive measures.”

Bridging the gap between good and bad end-
of-life care will require both education and under-
standing from all those involved in the dying
process — insurers, physicians, patients, and their
families. 

Experts suggest a three-pronged approach to
equalizing access and quality of care:

• Educate professionals on how to provide
good palliative care.

• Provide an environment that is hospitable to
palliative care.

• Help the community understand what pal-
liative care is.

In past issues of Hospice Management Advisor,
experts in improving end-of-life care for African-
Americans advised hospices to address the fol-
lowing issues in order to successfully reach
African-Americans: 

• Make your hospice a model of the community.
• Show respect for the cultural heritage and

leadership of the community.
• Address unique spiritual needs.
• Take advantage of strong community ties.
• Enlist the help of those within the community.

A reflection of the community

Like all other businesses, hospices have an obli-
gation to ensure that those treating the commu-
nity are a fair representation of the community
itself. If the community is 20% African-Americans,
then staff should include 20% African-Americans.
Caring about diversity in an organization is a big
first step toward showing that the interests of
minorities in a community are important.

But that is only the beginning. Hospices cannot
simply rely upon sending their own representa-
tives, such as a nurse or social worker, into a com-
munity to provide hospice education. Even though
a hospice is sensitive to a community’s need to see
someone of similar racial background, that gesture
doesn’t go far enough. The barrier of mistrust is
still not broken because there remains a belief that
that person is acting on behalf of the organization
he or she represents, not in the best interest of
community members. For that reason, public
awareness programs in African-American commu-
nities have limited value.
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But those same kinds of programs done in con-
junction with community leaders, such as minis-
ters and civic leaders, have a greater impact.
Further, hospices must be willing to listen more
than they talk. 

Spiritual care is a good example. While hos-
pices are generally open to providing a wide vari-
ety of spiritual care through their own spiritual
counseling, African-Americans have a rich spiri-
tual heritage that is deeply rooted in community
worship.

Many African-Americans resent the hospice
notion that an outside organization can come into
a community and provide spiritual care. Still,
addressing African-American communities’ spiri-
tual needs should be a priority. It’s just that hos-
pices have to address African-Americans’ spiritual
needs in a more roundabout way, such as creating
a network of local ministers and other religious
leaders who will provide the bulk of spiritual care.
African-Americans are more likely to listen to their
own minister than a hospice chaplain because the
church has always been the cornerstone of the
African-American community.

As hospices become more open to suggestions
from those they are trying to serve, they will gain
a greater understanding of the challenges African-
Americans face when confronted with a terminal
illness. The differences in their approach to deal-
ing with death and caregiving will then become
clear.

Understanding family dynamics

For example, the way African-American fami-
lies care for their dying loved ones differs from
the way white family members do. One study
found the following:

• African-American females accounted for 86%
of that group’s caregivers, while 74% of white
females were caregivers.

• African-American men accounted for 14% of
that group’s caregivers, while 26% of white men
were caregivers.

• African-American daughters accounted for
42% of that population’s primary caregivers, while
white daughters made up 27% of caregivers.

• African-American patients relied twice as
much on secondary family caregivers for assis-
tance. Specifically, 58% relied on secondary
helpers for assistance with intimate care tasks
(e.g., bathing), 71% relied on secondary helpers
for mobility care tasks (e.g., walking), and 62%
relied on secondary helpers for assistance with

housework tasks (e.g., cooking, cleaning). 
For hospices, findings such as these could

mean the following:
• Families should be informed and counseled

on the availability of services to assist with care
in their communities.

• Health care professionals should monitor
patient and family caregiver need for services
throughout the illness trajectory. 

• Community groups and agencies should
focus on supplying support to African-American
female caregivers (particularly daughters), as a
much larger percentage of women provide care 
in African-American families than in Caucasian
families.  ■

Are your caregivers 
starting to burn out?
Support family with education and intervention

(Editor’s note: This is the first of a two-part series
that examines family caregiver issues such as educa-
tion, stress, burnout, and support. In this article,
experts talk about the educational needs of family
caregivers and how a home health nurse can recog-
nize caregiver burnout. In next month’s issue, differ-
ent programs to support caregivers and different
approaches to offering care to home health patients
will be discussed.)

Half of the population in the United States
will have a chronic illness in 2020, a total 

of 157 million people, according to a study con-
ducted by the Rand Corporation in 2000.1

But home health agency managers don’t have
to wait 17 years to see that patients with chronic
conditions make up a big part of their business
today. Caring for patients with chronic condi-
tions requires planning, patience, and careful
evaluation of both the patients’ conditions and
the family caregivers’ competence and emotional
condition, say experts.

The first thing a home health nurse can do to
make sure the patient has the best chance for
progress is to educate the family caregiver and the
patient thoroughly and effectively, says Rochelle
Nelson, RN, BSN, clinical education coordinator
at the Kenosha [WI] Visiting Nurse Association.
“Most of our patients are elderly with multiple 
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illnesses, and their family caregivers are also older
adults,” she says. “Older people respond to teach-
ing methods that rely upon repetition, visual
demonstration, and teaching sheets that can be
used after the nurse leaves,” she says.

The more technical the care, the more difficult
the teaching, points out Nelson. “Although the
percentage of patients requiring IV therapy,
wound care, and tube-feeding is low, the care-
givers for these patients are often the most reluc-
tant to learn day-to-day care,” she says. “I often
hear a caregiver say that he or she didn’t go to
medical school, so how can we expect him or her
to handle this,” she adds.

Even with care that’s not as technical, such as
insulin injections and blood glucose tests for dia-
betic patients, it is essential that the home health
nurse let the patient and caregiver know that they
won’t be abandoned after one training session,
says Nelson. “Reassure both the patient and care-
giver that you’ll be teaching and reviewing at
every visit,” she says. 

If your patient’s family caregiver is not with
the patient all day long, be sure to schedule visits
on evenings and weekends so you can evaluate
the caregiver’s understanding and offer extra
teaching, Nelson suggests. “If you have a willing
and able family caregiver, it’s important for you
to be flexible and adjust your schedule.”

Videos and printed materials are essential
teaching tools, Nelson says. “We don’t use com-
puter programs or information on the Internet
because many of our patients and their caregivers
are not computer-literate.” Practice materials
such as cushions on which to practice injections
are also helpful, she adds.

To make sure your patient and family care-
giver understand the teaching, the nurse should
demonstrate, and then watch as the caregiver
performs the task, Nelson says. “Praise the posi-
tive, then offer a suggestion on an easier way to
do something else.” 

If you notice the patient or caregiver getting
impatient or frustrated, back off of the teaching
and just say, “That’s enough for today, let me fin-
ish with this and we’ll go over it again next time,”
she says.
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Ask questions: Assessing 
a caregiver’s burnout

Paying attention to a myriad of small signs in
both the caregiver’s and the patient’s behavior

can alert the home health nurse to a need for inter-
vention to prevent caregiver burnout, says Nancy
Stallings, MAM, program manager for caregiver
support for Salt Lake County Aging Services in
Salt Lake City. Stallings presents the following 10
questions as a good way to assess caregiver
burnout or a sense of being overwhelmed:1

1. How much rest are the caregivers getting?
2. What personal sacrifices are caregivers

making in order to serve the person’s needs?
3. Is the caregiver neglecting his or her own

needs?
4. Is constant surveillance required as part of

care tasks?
5. Have caregivers turned to alcohol or drug

abuse in their distress? Has substance abuse
been life-long?

6. How drastically has the patient’s personality
changed in response to illness?

7. Are caregivers receiving verbal or physical
abuse from the person in their care?

8. Is the primary caregiver overwhelmed by
demands from several dependent people at
once?

9. Are financial constraints interfering with the
caregivers’ ability to follow medical advice?

10. Are problems from the family history resur-
facing and contributing to abuse or neglect?

All of these questions address triggers that can
lead to caregiver burnout, says Stallings. If home
health personnel notice that caregivers are neglect-
ing their own needs, using alcohol, being abused by
the patient, or experiencing financial hardships, then
it is imperative that other support systems such as
social services, community organizations, or other
family members be called upon to help, she says.

Reference

1. Lustbader W, Hooyman NR. Taking Care of Aging
Family Members: A Practical Guide. 1st ed. New York City:
Free Press; 1994.



Watching for frustration or emotional changes
in the caregiver is another important ongoing
responsibility of the home health nurse, says
Nancy Stallings, MAM, program manager for
caregiver support for Salt Lake County Aging
Services in Salt Lake City. “Caregiver burnout
usually occurs with people who are caring for
family members with chronic conditions and the
onset of or increase in dementia,” she says. “It is
essential to identify the onset of burnout early so
that support can be found for the caregiver,” she
adds.

Caregivers who have not shown any signs of
stress may do so as a response to major changes
in the patient’s condition (such as incontinence)
or behavior (such as resistance to taking medica-
tions), says Stallings. “The home health staff
member should ask the caregiver about the
changes in a way that doesn’t make the caregiver
defensive,” she says. Examples of questions
include: “I’ve noticed that she doesn’t want to
take her medications when I give them. Does she
resist when you give them also?” or “She seems
sleepier than normal. Is she sleeping through the
night?” 

Questions that focus on the patient’s changes
give the caregiver a chance to tell the nurse how
much more time or effort is required to provide
care, says Stallings. This opens the door for the
nurse to ask, “How are you doing? Are you get-
ting enough rest?” 

Remember that most family caregivers are
unwilling to admit weariness, frustration, or
defeat, says Stallings. “Elderly spouses see their
role as caregiver as part of their marriage vows
and don’t want to admit that they can’t care for
their spouse,” she says. “We also have to remem-
ber that they identify themselves as a caring
spouse, so if they admit they can’t care for their
spouse, who are they?” she adds. This means that
it is up to home health personnel to identify the
signs of caregiver burnout, says Stallings. (See box
on how to assess caregivers for burnout, p. 71.) 

Keep questions conversational and focus on
the patient, suggests Stallings. Saying “Tell me
more about his refusal to take medication” is less
confrontational than “What do you do to get him
to take medications?” she points out. 

Be sure to continue giving information that
helps the caregiver, says Stallings. “Education
about safe transfer of the patient from the bed to
a wheelchair, care of an incontinent patient, and
proper administration of medication should be
ongoing,” she says. Assessment of the caregiver’s

knowledge also should be ongoing, she adds.
Don’t assume that just because the caregiver has
been providing care for a long time, he or she is
comfortable with everything that needs to be
done, she adds.

Acknowledge that you realize what a commit-
ment the caregiver has made, Stallings says. “You
can say that you know the caregiver has been
doing this for four years, then ask what do they
need to help them,” she says. Caregivers often
give up hobbies, time to themselves, and even
visiting neighbors or friends as the patient’s con-
dition deteriorates, she adds. “Find out what type
of support the caregiver needs to get a break,”
she says.

Reference

1. Wu S, Green A. Projection of Chronic Illness Prevalence
and Cost Inflation. Santa Monica, CA: RAND Health; 2000.  ■
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