
Exponential growth: Hospice 
reimbursement explodes in the 90s
Rapid growth points to greater access, not a greater share of spending

Hospice Medicare reimbursement increased from $445.5 million
in 1991 to $3.6 billion in 2001, a 710% increase. Yet, despite the
exponential growth in reimbursement, experts say hospices still

have far more of the spending pie to claim.
The Centers for Medicare & Medicaid Services (CMS) has released

figures showing outlays by both hospice provider type and by type of
hospice care and how those outlays have increased from year to year.
(See chart, p. 135.) According to the figures, freestanding hospices gar-
nered the lion’s share of hospice-related reimbursement, as well as the
greatest increase in reimbursement. In 1991, freestanding hospices
received $219.2 million, which skyrocketed to $2.2 billion in 2001. On
the care side, routine home care, by far the most reimbursed type of
care, increased from $376.6 million in 1991 to $3.1 billion in 2001.

Numbers tell only one side of the story

The growth in Medicare reimbursement is directly attributed to 
the increased awareness of hospice programs over recent years and
increased access to hospice care, says Jon Keyserling, vice president
of public policy and communications for the National Hospice and
Palliative Care Organization (NHPCO) in Alexandria, VA. But the
numbers tell only one side of the story, he says. While figures suggest
fantastic growth, it represents only a small portion of what Medicare
spends as a whole.

“The side we don’t see is hospice spending as a percentage of
Medicare’s total outlay,” says Keyserling.

Indeed, hospices are but a speck on Medicare’s spending radar. For
example, the Medicare program has 40 million enrollees and annual
expenditures of about $225 billion. Hospice expenditures represent less
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than 2% of total Medicare spending. In compari-
son, CMS says physician fees were an estimated
$41.2 billion in 2001 and are expected to grow to
$41.7 billion by the end of 2002.

“Even though the growth in hospice reim-
bursement is impressive, hospices still have a
long way to go if you look at market penetra-
tion,” says Lisa Spoden, PhD, executive director
of the Kentucky Association of Hospice and
Palliative Care in Pikeville.

Something to cheer about

Still, the growth of hospices’ revenue from
Medicare is something to cheer about. It is evi-
dence that efforts to raise awareness about hos-
pice care have been working. In recent years, the
hospice industry has done everything from pro-
moting a hospice postage stamp to lobbying
Congress for friendlier regulations that would
not only increase the number of patients and

families using hospice, but also ease access.
There also has been considerable momentum

in end-of-life care. The Robert Wood Johnson
Foundation-sponsored Last Acts program has
raised public awareness about a number of issues
related to death and dying, including palliative
care and pain management. The Foundation also
has provided grants to state coalitions studying
ways to improve end-of-life care.

There has been considerable movement in rais-
ing awareness among physicians, as well. Most
notably, the American Medical Association devel-
oped a program, called Education for Physicians
on End of Life Care, to train doctors in end-of-life
care. The hope is that these physicians will go
back to their facilities and educate their colleagues
and community about end-of-life care. 

Are the numbers a threat?

Despite the advances in promoting hospice
services, the numbers pose a potential threat, as
well. The rapid growth in Medicare reimburse-
ment over the past 10 years leaves open the pos-
sibility that the figures will be interpreted as
out-of-control spending among hospices. If this
seems far-fetched, one needs to look back only
as recently as the 1990s, when the Health Care
Financing Administration (HCFA) launched
Operation Restore Trust and set its sights on
hospices, using the same figures cited earlier 
in this article to argue that fraud was the likely
explanation for such rapid growth. 

Skeptics contended that too many patients were
being admitted to hospices improperly because
many lived well past the six-month prognosis of
their physicians. Even though top HCFA officials
said the determination of six months or less to live
was an estimate based on a physician’s best judg-
ment and should not be taken as an absolute, some
in the Office of the Inspector General’s (OIG) office
interpreted the regulation more strictly. 

The hospice industry responded and was even-
tually able to placate the rules police, but the
damage had already been done. Fearing the
wrath of OIG, many physicians became reluctant
to refer patients to hospice months before their
patients died. Instead, they waited until death
was imminent.

To prevent the second coming of Operation
Restore Trust, the hospice industry will turn to
the same arguments it made in the previous

134 HOSPICE MANAGEMENT ADVISOR ™ / December 2002

Hospice Management Advisor™ (ISSN# 1087-0288) is published monthly by
American Health Consultants ® , 3525 Piedmont Road, Building Six, Suite 400,
Atlanta, GA 30305. Telephone: (404) 262-7436. First-class postage paid at Atlanta,
GA 30304. POSTMASTER: Send address changes to Hospice Management
Advisor™, P.O. Box 740059, Atlanta, GA 30374.

Opinions expressed are not necessarily those of this publication. Mention of
products or services does not constitute endorsement. Clinical, legal, tax, and
other comments are offered for general guidance only; professional counsel
should be sought for specific situations.

Editor: Eric Resultan, (770) 329-9684, (eric_resultan@msn.com).
Vice President/Group Publisher: Donald R. Johnston, (404) 262-5439,

(don.johnston@ahcpub.com).
Editorial Group Head: Glen Harris, (404) 262-5461, (glen.harris@ahcpub.com).
Managing Editor: Robin Mason, (404) 262-5517, (robin.mason@ahcpub.com).
Production Editor: Brent Winter. 

Copyright © 2002 by American Health Consultants ® . Hospice Management
Advisor™ is a trademark of American Health Consultants ®. The trademark Hospice
Management Advisor™ is used herein under license. All rights reserved.

Editorial Questions
For questions or comments,

call Glen Harris
at (404) 262-5461.

Subscriber Information
Customer Service:(800) 688-2421 or fax (800) 284-3291,
(customerservice@ahcpub.com) Hours: 8:30 a.m.-6 p.m. Monday-
Thursday; 8:30 a.m.-4:30 p.m. Friday, EST.
Subscription rates: One year (12 issues), $329. Outside U.S., add $30 per
year, total prepaid in U.S. funds. Two to nine additional copies, $197 per year;
10 to 20 additional copies, $132 per year. For more than 20 copies, call cus -
tomer service for special handling. Missing issues will be fulfilled by customer
service free of charge when contacted within one month of the missing issue
date. Back issues , when available, are $55 each. (GST registration number
R128870672.)

Photocopying: No part of this newsletter may be reproduced in any form or
incorporated into any information retrieval system without the written
permission of the copyright owner. For reprint permission, please contact
American Health Consultants ® . Address: P.O. Box 740056, Atlanta, GA 30374.
Telephone: (800) 688-2421. World Wide Web: http://www.ahcpub.com.

(Continued on page 136)



December 2002 / HOSPICE MANAGEMENT ADVISOR ™ 135

Hospice Data — FY 1991 through FY 2001 



decade: Hospices don’t waste money, they save 
it, and at the same time they improve the quality
of life for patients who otherwise would have
suffered needlessly in their final weeks of life. 

Specifically, Spoden points to the Assistant
Secretary of Planning & Evaluation Study, done
in 2000, which showed that hospice care cut
down on expensive hospitalization. Highlights 
of the study include:

• The average hospice length of stay is short.
Over 50% of hospice patients are under hospice
care for fewer than 30 days, 25% for a week or
less, and 7% for two days for less.

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

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

Another piece of evidence that will be dusted
off in the event of spending scrutiny is the study
done by Lewin-VHI in 1994. The health care
consulting firm’s analysis of cost savings of the
Medicare Hospice Benefit said that for every
dollar the government spent on hospice, it saved
$1.52 in Part A and Part B expenditures.

Argument: Payment has fallen behind

Another argument the industry is likely to use
to combat critics is the fact that hospice reim-
bursement has not enjoyed the same increases as
other segments of the health care industry, such
as physician reimbursement.

In the late 1990s, the NHPCO hired actuarial
firm Milliman & Robertson to study hospice
reimbursement. The study compared cost data
from 1982, when the Medicare hospice benefit
was first established, to cost figures from 1998-
1999. The study pointed out a number of areas in
which Medicare failed to keep up with hospice
costs:

• Patients are enrolling in hospices later. With
patients electing the hospice benefit closer to the
time of death, there is less revenue opportunity
for hospices. According to the study, the average
length of service has dropped to 40 days, while
the original Medicare hospice benefit set a rate
based on a 70-day length of service.

• New technology is being implemented.
Advances in technology, breakthrough therapies,
and prescription drugs have increased the cost of
hospice care far beyond Medicare’s annual mar-
ket basket update, which is used to determine

annual reimbursement increases. For example,
while the hospice per diem rate has doubled
since the early 1980s, prescription drug costs
have risen 1,500%, from about $1 of the per diem
rate in 1982 to $16 of the per diem rate in 1999.

• There has been an increase in outpatient
hospital therapies. The advent of palliative care
chemotherapy and radiation treatment increased
cost per day by more than $17 per day. Medicare
originally envisioned outpatient therapies to cost
about $3 of the per diem reimbursement.

In 1982, when hospice care was added to the
Medicare benefit, the routine home care rate was
set at $41.46 per day. At that time, the reimburse-
ment rate did not include an annual inflationary
update. It wasn’t until subsequent congressional
action that a specific rate increase was included
when legislation tied it to the hospital market
basket. 

The M&R report is perhaps the best evidence
the hospice industry has to show that Medicare’s
per diem reimbursement is out of step with the
scope of care hospices provide today. The NHPCO
is now using this report to persuade Congress to
raise per diem rates to reflect today’s needs.

More important battles

Keyserling and Spoden believe the odds favor
the industry not coming under the scrutiny it has
in the past. But they preface their optimism by
saying one uninformed regulator can cause prob-
lems. Negative attention would be especially
unwelcome as the industry lobbies the federal
government and its lawmakers to update hospice
reimbursement and create friendlier rules that
would increase access to hospice care, including
palliative care programs, prior to a terminal ill-
ness certification by the patient’s physician.

In many ways, the growth numbers also reflect
the momentum the hospice industry and end-of-
life-care in general have been enjoying. The topic
of death and dying seems to be inching its way
outside of health care circles and into the main-
stream. Recent communications by Medicare lead-
ership and health care organizations, such as the
Institute of Medicine, have solidified hospice’s
place in the system and encouraged providers 
to use hospice services. Perhaps the lesson from
the earlier examination of hospice’s rapid growth
has garnered some understanding from payers,
providers, and the public.

“I hope we have all learned from Operation
Restore Trust,” says Spoden  n
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Hispanic influence grows,
but not in hospice care
FL hospice offers special outreach

It has been said that your chances of dying in
pain in America are greater if you do not speak

English or if you are African-American, Hispanic,
poor, elderly, or a woman. Much has been made
lately of how hospice can better serve those who
aren’t white, middle-class males.

The Boca Raton, FL-based Hospice By The Sea
has seen the local population of Hispanics grow
over the past few years. Hispanics make up 15%
of the total population in the hospice’s service
area, but less than 2% of its patients. In an effort
to turn those statistics around, the hospice
recently accepted more than $1 million to imple-
ment a program aimed at boosting Hispanic par-
ticipation in hospice.

Program organizers hope the effort will shed
some light on how to increase hospice participa-
tion among Hispanics, and perhaps offer a
national model for doing so. 

The money comes from grants, half of it from
the Robert Wood Johnson Foundation, to support
the hospice’s program called “Abriendo Puertas”
(Opening Doors), which will serve Hispanics in
Palm Beach and Broward Counties. It involves
the use of teams of bilingual professionals knowl-
edgeable of and sensitive to Hispanic customs
and traditions. 

Hospice staff rooted in community

The hospice’s effort to boost Hispanic partici-
pation includes community education and a cul-
turally sensitive approach to care. For example,
many Hispanics, with their strong family ties,
take on care of the dying on their own and shun
outside help. By using staff that are rooted in the
community, the hospice hopes to gain caregivers’
trust and acceptance, says Cindy Hassett, MPA,
project director of Abriendo Puertas. “Most
Hispanics don’t know what hospice is,” Hassett
says “They think it is a place where you go to die,
or they don’t buy into it because it isn’t culturally
sensitive.”

Hispanic families who choose to care for their
loved ones in their own homes will be served 
by hospice using three approaches to improve
understanding and access to hospice services: 

• an educational outreach emphasizing hospice
as a program, not just a place, designed to sup-
port, not replace, the family’s ability to provide
end-of-life care;

• customized services, including the creation
of a special, culturally responsive, bilingual inter-
disciplinary patient care team for Hispanic hos-
pice patients; 

• a cultural competency learning program to
enhance the cultural sensitivity of all Hospice By
The Sea staff and other community health care
providers, including hospitals, nursing homes,
and physician offices.

Historically, Hispanics, like a number of other
ethnic groups, have shied away from hospice. But
the growth of the Hispanic population across the
country suggests that hospices must do more to
reach a significant chunk of that population. 

As in many other areas, Hispanics are among
the fastest-growing ethnic groups in South
Florida. According to the U.S. Census Bureau,
among the more than 1 million people living in
Palm Beach County today, more than 130,000 are
Hispanic, 13,000 are Haitian, and 174,000 are
African-American. Minorities already make up
half of Palm Beach’s public school students, with
one out of every eight students speaking English
as a second language. 

By the year 2025, Hispanics are expected to
become the largest ethnic group in Palm Beach
County, and Florida will be home to the nation’s
third-largest Hispanic population. Florida already
has the highest Hispanic population in terms of
growth.

Yet Hispanic use of hospice has failed to keep
pace with the group’s rapid population growth.
Experts say a number of factors contribute to hos-
pice’s dismal penetration of the Hispanic market.
Hospice By the Sea and other hospices located in
communities with a large Hispanic population
face a number of challenges as they try to address
low usage among Hispanics. (See story, p. 138.)

Hospice By the Sea’s solution

Hospice By the Sea officials are well aware 
of the challenges that confront them. Their pro-
gram is designed to address both the larger
issue of misunderstanding about hospice care 
in the Hispanic community and the need for cul-
turally sensitive care of those who are enrolled
in hospice.

December 2002 / HOSPICE MANAGEMENT ADVISOR ™ 137

(Continued on page 139)



138 HOSPICE MANAGEMENT ADVISOR ™ / December 2002

Root beliefs hinder 
outreach to Hispanics
Cultural, philosophical differences abound

Hispanic population growth is a trend hos-
pice must embrace, but it won’t be easy,

experts say. A number of factors contribute 
to Hispanic underuse of the hospice system,
including: 

• The term “Hispanic” encompasses a vari-
ety of Spanish-speaking cultures, including
Mexican, Puerto Rican, Cuban, and Spanish.
These larger Spanish-speaking groups are aug-
mented by smaller groups from a variety of
Central and South American countries. In some
cases, there is resentment among each group
for being lumped into the same category with
the rest because each has its own unique cul-
ture wholly different from the others.

• Language differences prevent hospices
from communicating effectively with potential
hospice patients.

• Family values are different among
Hispanics compared to the majority of
Americans. Family extends beyond the
nuclear family to include members of the
extended family, including aunts, uncles,
cousins, and neighbors. There is an inherent
responsibility within the family group to care
for one another. In situations where a family
member is sick, the rest of the family assumes
caregiver responsibilities.

• The family will likely not want the patient
to know he or she is terminal. They want to
relieve all burdens from the sick patient.

• Cultural differences often lead to misun-
derstandings. For example, staff may perceive
that the family’s increased emotional response
means the family is in denial or using “bad”
coping techniques. However, Hispanics tend
to cope with death and dying in very overtly
passionate and emotional ways.

• Religion — predominantly Catholicism —
plays a large role in the dying process. Prayer,
novenas, and other rituals are sometimes cho-
sen over drugs, for example.

A University of Michigan researcher stud-
ied why a subset of the Hispanic population
— Mexican-Americans, particularly elderly
women — in Michigan shied away from 

hospice care.
According to author of the 1997 study, Lisa

M. Topoleski, then a master’s degree candi-
date, religious views and cultural factors led
Mexican-American women to believe that hos-
pice was an unnecessary service.

Fatalism, the belief that there is little an
individual can do to alter fate, paralleled with
a strong faith in God, contributes to the sense
that hospice care is unnecessary, she says.
Interviewees told Topoleski that God controls
fate, which includes suffering at times. Relief
from suffering falls outside their religious
beliefs.

Hospice philosophy doesn’t fit all cultures

According to Topoleski, hospices need to
understand the cultural relativism that is in
play. Specifically, Mexican-American women
she interviewed indicated that they did not
share the constructed “need” for hospice — the
need for a specific discipline that is designed
to help them understand and accept death. 

If the hospice philosophy is examined in rela-
tion to the framework of Mexican-American
women in this study, she says, it can be deter-
mined that a common definition of proper
death is not shared. To the Mexican-Americans,
the hospice philosophy is insignificant and does
not fit in their cultural framework of death and
dying. 

According to the researcher, mainstream U.S.
society that accepts hospice is part of a Western
culture that finds itself without a creedal or
mythic framework in which to understand life
and interpret death. 

Topoleski observed that Mexican-American
women did not see the need for a medically
enhanced method of dying, nor did they agree
that a medical organization can help them
through the dying process. Rather, the women
said, it was their relationship with God that
would help them through the dying process.

Also, the cultural expectations of elderly
Mexican-American women play a role in 
their non-acceptance of hospice. Elderly
women in this culture carried the traditional
role of caregiver, grandmother, and spiritual
leader, leading them to show outward charac-
teristics of being strong, both religiously and
physically.  n



Teen volunteers help
bridge generation gap
‘Patients just love them’

Anyone with doubts about the commitment 
of today’s teen-agers need look only to the

state of Florida. There, more than 200 teenage
hospice volunteers are shattering any negative
images of their generation by providing direct
hospice patient care in homes, nursing homes,
inpatient hospice, and assisted living facilities. 

These teen-agers are doing volunteer work that
would challenge many adults, such as providing
visitation and interacting with terminally ill
elderly patients. 

It all started in 1994 when officials with
Hospice of the Florida Suncoast in Largo stum-
bled upon a local organization that was handing
out community grants for intergenerational pro-
grams that stressed interaction between youth
and elderly residents.

“We thought, ‘Let’s just give it a try on a small
scale,’” says Kathy Roble, MS, director of volun-
teer services for Hospice of the Florida Suncoast.
“Of course, some of us were skeptical. Why
would a young person choose to be here with 

the dying when there could be other fun things 
to do? We soon found out that some young peo-
ple were eager to do it.”

In 1994, the hospice staff recruited 20 teen-agers,
put them through the same training as adult vol-
unteers, and assigned them patients in the hos-
pice’s 67-bed residential facility. Today, the hospice
has partnerships with most area high schools
where their volunteers come from and have
expanded their program to include home visits.

Using teen-agers can be tricky, but the rewards
extend beyond patient care, says Roble. “Teens
learn about life,” she says. “They are amazed at
who these people are and were. They learn that
every day is a gift.”

They also become advocates of hospice. While
not a goal of the program, an obvious by-product
of the teens’ volunteer experience has been their
loyalty to the hospice movement. In a very real
sense, the Hospice of the Florida Suncoast’s teen
volunteer program is raising a generation that
isn’t afraid to confront death, unlike the death-
denying culture that hamstrings hospice’s efforts
today. 

Mary Lee Warren, executive director of Judith
Karman Hospice in Stillwater, OK, agrees that
teen-agers can be a valuable resource. “When you
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To address the language challenge, the mem-
bers of the interdisciplinary team caring for
Hispanic patients are bilingual and are rooted 
in the community. Not only does this provide
outward evidence that the hospice has the com-
munity’s interests at heart, it gives the team 
a foothold in patients’ cultural and religious
beliefs, because workers can readily identify
with their viewpoints and concerns. In addition,
all patient education materials — written and
audiovisual — are produced in both English
and Spanish.

“With ‘Abriendo Puertas,’ we have customized
our end-of-life services, making them more respon-
sive to the culture and traditions of Hispanic fami-
lies who choose to care for their loved ones in their
own homes,” says Hassett.

Perhaps a tougher challenge will be in the out-
reach arena, the daily chipping away at misinfor-
mation and building the belief that hospice care
is actually in line with Hispanic culture. To do
this, the hospice is committed to logging 740
individual encounters per month in which they

explain hospice to the members of the Hispanic
community.

Hospice officials realized the importance,
however, of having allies in the Hispanic com-
munity, rather than riding into their neighbor-
hoods as outsiders preaching what is good for
them. To that end, the hospice partnered with
two Hispanic community groups who have each
assigned a staff person to educate the community
about hospice.

Each encounter, whether done in groups or
individually, begins with a pre-test to establish a
hospice knowledge baseline. The person is then
shown a video, listens to presentations, asks
questions, and then takes a post-test to gauge
increased knowledge and changes in attitude
toward hospice.

Hassett is hopeful the three-year project will
yield a model not only for addressing Hispanics,
but other ethnic groups, as well. “Hopefully we
will increase the level of knowledge and show
that hospice care in congruous with other cul -
tures,” Hassett says.  n

(Continued on page 141)
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Screening process crucial
in prepping teen volunteers
Key factors to watch for

As valuable as teenage volunteers can be,
hospice administrators must be aware

that not every teen is cut out to perform
patient visits. Maturity, past experiences with
death (including whether the teenager is
grieving over a recent death), and an unfamil-
iarity with hospice must all be weighed and 
a subjective decision made as to whether the
prospective volunteers should undergo inten-
sive training, receive less intensive training
that would allow them to work in the office 
or thrift store, or be told that their services
aren’t needed at the moment.

Hospice officials at the Hospice of the Florida
Suncoast in Largo ask the following questions
of the prospective teen-age volunteers:

• How did you hear about hospice?
• Why do you think you’d like to get

involved?
• What are your goals for this?
• What experiences are you looking for?
• Have you lost a close family member or

friend within the last year?
• Do your parents support your decision 

to do this?
• Do you have transportation available to

get to the training and to your placement? 

Hospice counsels bereaved volunteers

A potential volunteer — teen-ager or adult
— who has lost an immediate family member
or loved one within the past year is asked to
visit with a hospice counselor to discuss the
loss and where he or she is in the grief process.
The hospice staff understood that there is no
guideline to determine readiness to volunteer
following the death of a loved one, so the hos-
pice altered its previous policy of allowing a
full year of mourning before allowing people to
volunteer. The hospice also offers bereavement
services to newly bereaved volunteers.

In addition, Hospice of the Florida Suncoast
uses the following guidelines in recruiting
teen-age volunteers:

• must be in grades 9-12, between the ages

of 14 and 18 years old; 
• must fill out an application and undergo a

screening process, which includes an intake
interview, application, references, code of ethics,
confidentiality statement, and publicity release; 

• must provide parental consent; 
• must undergo a TB test, which must be

consented to by a parent (a hepatitis B test is
offered, but not required);

• must complete 3-hour Hospice Volunteer
Orientation Class required for office or thrift
store, or 18-hour Patient and Family Support
Training required for any volunteer who will
have direct contact with patients or families; 

• must have their own transportation to get
to and from training and/or volunteer assign-
ments.

Volunteers are given a minimum three hours
of training, which prepares them for support
activities, such as working in the hospice thrift
store. Students who elect to provide direct
patient and family contact must take the 18-
hour Patient and Family Support Training,
which is the same training adult volunteers
receive prior to patient assignment. Topics 
covered in the Patient and Family Support
Training include communication skills, the
interdisciplinary team, personal loss aware-
ness, ethics and patient advocacy, information
about standard precautions, special popula-
tions, pain and symptom management and the
volunteer’s role in spiritual care, psychosocial
grief, and bereavement. Hospice nurses, social
workers, volunteer coordinators, and other
team members participate in training.

Like adult volunteers, teenage volunteers
must complete a one-page written evaluation
at the end of every training session with two
open-ended questions about the key messages
and how to improve the training. 

In addition, once volunteers (both teens and
adults) complete the training, a volunteer coor-
dinator conducts a one-on-one interview with
that new volunteer. The goal of the interview is
twofold: 

• to assess the quality and effect of the train-
ing, i.e., what did this person gain from the
training? Is this person ready to have direct
contact with patients and families? 

• to assess the new volunteer’s interests and
skills so as to assist the coordinator in making a
good patient match.  n



get the right ones, they are like candy bars in the
freezer,” she says. “Patients just love them. They
love talking with them.”

But using teen-agers comes with challenges,
says Warren, an expert in volunteerism. Teen-
agers require training and supervision, and their
emotional needs must be monitored closely in
light of their close proximity to dying patients.

Eight years ago, the hospice had significant
questions about just how to operate a volunteer
program made up of high school students with
varying degrees of maturity, limited exposure to
death, and little life experience to draw upon, not
to mention practical barriers, such as the need 
for transportation, structure, and supervision.
During the initial pilot, hospice staff transported
students to and from the hospice as a part of their
school curriculum, allowing students to remain
involved. But after the completion of the pilot,
the teen volunteer program lost students because
of the distance from their homes.

In order to address these concerns, the hospice
established an advisory committee made up of key
stakeholders: hospice staff, school officials, nurs-
ing home staff, parents, and students themselves.

The advisory committee determined that the
structure and support needed by the young vol-
unteers could be provided by assigning them
patients living in nursing homes. This fit well,
because volunteers can visit with their assigned
hospice patient while being supervised by the
nursing homes’ activities directors. An activities
director is also able guide the teen to some other
constructive activity if the hospice patient is
asleep or indisposed at the time of the visit.

Hospice staff recognized that teen volunteers
were more confident when in a group of their
peers. So, they allowed students to volunteer in
pairs. Student volunteers meeting patients for the
first time showed up as a team. Over time, each
volunteer’s confidence grew along with his or her
familiarity with the patient, which resulted in
more one-on-one visits. 

For some teen volunteers, grief is a new emo-
tion, and many lack the coping skills to handle it.
And for those who have experienced loss in their
young lives, unresolved grief can surface as a
result of caring for a patient who dies. 

To handle grief among volunteers, hospice
officials turned to a separate program within
the Hospice of the Florida Suncoast, the Child
and Family Support Program (CFSP). CFSP
offers grief and bereavement services through
counselors who work specifically with children,

hospice families, and non-hospice members in
the community who have experienced the death
of a loved one. 

In addition, every school in the county is
matched with one of these hospice counselors in
the event of a crisis to help school children who
have some affiliation with a person who has sud-
denly died, regardless of whether the cause is
homicide, suicide, accidental death, or illness. 

Counselors are invited to the Hospice Teen
Council meetings and are available to teen volun-
teers at their schools. Knowing that students
grow close to the patients they are caring for,
counselors contact students when their patient
has died. In addition, parents are contacted. The
social worker/counselor is made available to
those students to talk either by phone, at school,
or at home. 

The hospice also recognizes that students may
not feel comfortable expressing their feelings to a
stranger, and volunteers are encouraged to share
their feelings with their parents. Because of this,
parents are required to sign a confidentiality
agreement that requires them not to discuss
patients cared for by their children, but allows
their children to discuss a patient with them.

In the end, says Roble, the teen-agers who give
of their time get a lot more in return. For many of
the teens that have come through Hospice of the
Florida Suncoast’s volunteer program, the desire
to serve the dying is hard to let go. Some go away
to college and volunteer at a local hospice, while
others say it affected how they look at death. 

“They leave having learned that every day is 
a gift,” Roble says.  n

Most CA nursing homes
are substandard — Report
Only 23% in substantial compliance 

More than 75% of nursing homes in California
do not meet federal quality standards, and

44% violate the state’s minimum nurse staffing
level requirements, according to a study released
Oct. 15 by the California HealthCare Foundation
(CHCF).
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The study was based on 32 months of data
from nine public databases that included nursing
home inspection information and financial
reports, according to the Los Angeles Times.
Researchers from UCLA and the University of
Wisconsin conducted the $2 million study. The
study found: 

• 44% of nursing homes did not meet a state
requirement to provide 3.2 nursing hours per res-
ident per day, and 92% of homes did not meet the
federal standard of 4.2 hours.

• Nursing homes statewide had an average
annual staff turnover rate of 78%, and some facili-
ties had a rate as high as 296%.

• Only 23% of nursing homes statewide were
in “substantial compliance” with federal stan-
dards, and 15% had “very serious” deficiencies.

• Inspectors at 30 nursing homes selected at
random found that residents at the facilities “did
not receive as much care as their charts indi-
cated” because employees over-reported the
number of times residents received assistance
with certain tasks.

In addition to the report, the foundation has
launched a new web site, www.calnhs.org, to pro-
vide the public with access to detailed information
on the state’s 1,406 nursing homes. The site pro-
vides information on specialized services, staffing,
employee turnover, complaints, state citations and
fines, facility ownership, and bankruptcy informa-
tion for individual nursing homes. 

“This is the richest source of nursing home
information ever generated for one state,” CHCF
president and CEO Mark Smith told the San
Francisco Chronicle. 

Betsy Hite, director of public affairs for the
California Association of Health Facilities, criti-
cized some parts of the nursing home study. She
told the Sacramento Bee newspaper that the study
“holds nursing homes to standards that were not
enforced at the time some of the data were col-
lected.

“For example, the state did not enforce the
minimum nurse staffing level requirement of 3.2
nursing hours per patient per day until April
2000, although the data were collected for all of
2000.”

In addition, Hite said that she considered some
of the “serious deficiencies” cited in the report —
such as a tissue left on the floor or a two-degree
difference in water temperature — as unfair. She
added, “I’m not sure we’re really giving the con-
sumer an actual idea of the quality of care in a
home.” 

“We have a long history of experimenting with
various kinds of report cards in the health busi-
ness, and the history is very dismal,” says Robert
Kane, MD, a professor of long-term care and
aging at the University of Minnesota School of
Public Health. “I don’t think that simply raising
people’s anxieties about the quality of care is the
same thing as improving it.”  n

Pump implant cuts pain,
new research shows
Cancer survival times longer with pump

Delivering pain drugs directly into the spinal
fluid with a small pump implanted under

the skin can give cancer patients better pain relief
with fewer side effects than other common meth-
ods, according to a new research study.

“The purpose of this trial was to see if the
pump, added to the best pain management we
could give, would improve pain control and
decrease drug side effects, and it did,” said
Thomas J. Smith, MD, professor and chair of the
hematology and oncology department at Virginia
Commonwealth University in Richmond. Smith
and colleagues published their report in the
Journal of Clinical Oncology (19:4040-4049).

The researchers looked at 200 patients who had
unrelieved pain when they began the study. As
part of the study, patients underwent comprehen-
sive medical management (CMM) under their
oncologists and pain experts. Established pain
guidelines were used, Smith said. 

About half of the patients in the study were
given an implanted pump in their abdomen that
regularly sent small amounts of pain drugs into
their spinal fluid. After four weeks, patients were
asked to rate their pain on a scale of one to 10,
while physicians noted any toxic effects. About
85% of patients using CMM plus the pump got
pain relief, compared with about 71% using only
CMM. CMM alone cut pain intensity by about
39%, compared to about 52% with the pump
added.

More people on the pump plus CMM had pain
levels low enough to allow them to resume nor-
mal daily activities, compared to those on CMM
alone. Side effects of the pain medications, such
as fatigue and constipation, fell by about 50% in
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the pump plus CMM group, but only by about
17% with CMM alone.

Survival was lengthened as a result of pump
use. Smith attributed the increased survival time
to lower pain and improved quality of life,
including greater mobility and appetite. 

Over two-thirds of patients with advanced
cancer have pain, and up to 15% have pain that 
is not relieved by usual methods, said Smith. 

Many refuse pain drugs to avoid side effects
such as sleepiness, fatigue, depression, constipa-
tion, loss of sexual function, loss of appetite, and
nausea that can come with oral or IV-needle
doses high enough to stop their pain, noted
Smith.  n

Curative vs. palliative care:
Hospital blends the two
Program doesn’t require terminal diagnosis

The University of Maryland Medical Center is
helping to blur the line between curative care

and palliative care. Taking a page out of hospice’s
book by implementing an interdisciplinary team,
staff are able to provide both palliative care and
life-saving care at the same time regardless of
whether the patient is terminally ill.

The hospital-wide palliative/supportive care
program is designed to help patients and their
families deal with chronic or terminal illnesses 
or life-altering injuries. Since a three-month pilot
project started in March 2001, more than 200
patients have been referred to the program. The
program was fully implemented in February. 

Hospital officials say the program is the first in
the region that is hospital-wide and the only one
funded entirely through the hospital’s operating
budget, rather than foundation monies.

“We deal with people who have life-threaten-
ing, life-altering illnesses or injuries, but not neces-
sarily a terminal diagnosis,” says Jean Tucker
Mann, MSW, the director of Social Work, Palliative

Care and Patient Advocacy at the University of
Maryland Medical Center, explaining a key differ-
ence between palliative care and hospice care.

Like hospice, though, the hospital employs a
team that encompasses the patient’s needs. The
hospital’s palliative care team comprises a physi-
cian, who serves as medical director, as well as a
full-time social worker, chaplain, and nurse. The
medical center also plans to expand the team to
include a pediatric nurse to work with children
and their families. 

The team provides a range of support services,
including pain management, counseling, and
spiritual guidance. In the case of a Baltimore
woman with advanced cancer, the team’s social
worker helped to arrange for someone to care for
her three grandchildren who lived with her in
the event of her death so she could stop worry-
ing about their future and focus on her own
treatment.

“Patients referred for hospice care are
expected to live six months or less. Some of our
patients are able to go home, but the illness itself
has altered the patient’s life forever. They could
live a week or up to five years or more,” says
Tucker Mann.

“We are committed to extending the medical,
psychosocial, and spiritual support that is charac-
teristic of hospice care to a broader group of indi-
viduals in need,” says Stephen C. Schimpff, MD,
the chief executive officer of the medical center.
“This includes any patient, their family, or loved
ones who are trying to deal with life-altering ill-
ness. It is clear to us that quality-of-life issues are
as important as medical ones to patients and fam-
ilies facing life-threatening and terminal illnesses.
Our palliative/supportive care team promotes
comfort and dignity for patients and their loved
ones, and provides emotional as well as spiritual
support.” 

Referrals to the palliative care program are
made by nurses, physicians, case managers,
social workers, chaplains, and others within the
medical system. Palliative care is not provided
unless everybody involved approves the referral,
including the attending physician, the patient,
and the family.
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Cancer, respiratory or cardiac ailments, brain
surgery, and transplant procedures were among
the conditions suffered by the more than 200
patients who have used the service. Others were
injured in automobile accidents. Most had termi-
nal conditions.

“Many patients are at a crossroads in their
lives,” says the Rev. Kathleen E. Corbett, RN,
M.Div. “They are either very sick and going to get
better, or they’re very sick and not going to get
better. We try to deal with all of their medical and
emotional needs.”

The program does not completely cut hospice
out, although referral may come much later than
expected. An team nurse described the case of 
a 61-year-old man who was slowly dying of mul-
tiple organ failure. The team arranged for the
man’s family to take him home, although he was
still on a ventilator. There, surrounded by family
members and in familiar surroundings, he died
the next day. “We were able to give him this
quiet, peaceful time in his own home,” says Janet
Ward, RN, the team’s nurse.

The team works closely with the Visiting
Nurse Association of Maryland, which is affili-
ated with the University of Maryland Medical
System and provides palliative and hospice care
services when a patient goes home or into a nurs -
ing home.  t

Home care revenue up by
10% in 2001, report says

Overall home care industry revenue growth 
in 2001 was 10%, a decrease of 3% from the

revenue growth experienced in 2000, according to
results of the “2002 Financial Performance Survey
Report,” an annual benchmarking survey of
financial and management practices conducted by
the Alexandria, VA-based American Association
for Homecare.

Other findings included:
• Nine percent of the companies participating

in the survey that reported making an acquisition
experienced an overall growth rate of 16%, which
was down from 31% reported in 2000. The aver-
age growth rate for these respondents on continu-
ing business was 8%.

• Overall accounts receivables days outstand-
ing increased in 2001, the first increase since 1998.

• Medicare and Medicaid represent 46% of
home care revenue.

• Hospital ownership of home health firms
decreased to 25% in 2001, a 10% drop from the
35% figure seen in 2000.

• A new section on clinical efficiencies reveals
that 52% of a respiratory therapist’s time is
spent on patient visits, with the remaining time
focused on documentation, communications,
and scheduling.

The report, which reflects input from 119 firms
representing $3 billion in total annual revenue
and operating 1,686 locations, is available from
the American Association for Homecare. There 
is no charge for study participants. Association
members can purchase the report for $250, and
the price for non-members is $500. To order a
copy, contact Allison Barton-Kramer at (703) 535-
1883 or order through the association’s web site
at www.aahomecare.org.  n
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