
Can hospices keep PACE 
with end-of-life care?
Some experts say the two approaches can coexist

If you haven’t heard about PACE yet, you will soon. The Program of
All-inclusive Care for the Elderly (PACE) is a health care delivery
model that is growing rapidly, thanks to a provision in the Balanced

Budget Act of 1997 giving it permanent provider status. Increasing num-
bers of hospices will find themselves working with PACE programs, or
in some cases, part of a PACE program.

“PACE’s philosophy is very much in line with what we believe in
terms of being able to work with individuals in their homes and helping
them to remain independent with dignity as long as possible,” says
Terrye Bradley, MSW, director of community programs for The Hospice
of the Florida Suncoast in Largo, FL.

Bradley recently contacted the National PACE Association in San
Francisco to obtain more information about the model. The hospice is
looking for the best method to serve its population, which could mean
collaborating with a PACE program if one were started in the Tampa-St.
Petersburg area, Bradley says.

PACE is an alternative medical model that provides frail elderly peo-
ple with an array of health services, all under one umbrella. Medicare
and Medicaid pay many PACE programs on a capitated basis, meaning
the programs receive a set amount of money per month per enrollee in
exchange for providing all of the necessary hospitalization, medical-
surgical, long-term, hospice, home health, rehabilitation, and day care
services. (See story on how PACE was started, p. 30.)

“PACE is essentially a hybrid between an insurer and provider,” says
Judy Baskins, RN, vice president of geriatric services at Columbia, SC-
based Palmetto Richland Memorial Hospital, which has a PACE program
called Palmetto SeniorCare. Baskins also is the president of the National
PACE Association.

The PACE delivery system is built around the concept of a day center,
but it’s more extensive, with its own community of providers. “It’s a
nursing home without walls,” Baskins explains.

“You bring the individual into a day center during the day, and they
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receive physician services, occupational therapy,
physical therapy, skilled nursing care, and social
activities,” she says. “It provides respite for fami-
lies and meets a whole variety of medical, health,
and social needs.”

PACE targets chronically ill

When the patient’s care becomes more medi-
cally complex, the PACE team may include more
of a home care component. Since PACE programs
work with people who are typically 80 years or
older and frail, these programs make end-of-life
care a priority.

“PACE truly embraces the concepts of hos-

pice better than any other aspects of the health
care system,” Baskins says. “However, our
focus is not just on the immediate end of life,
but on the several years prior to the end of life.”

PACE works with chronic, long-term disease
processes. PACE patients may include those with
Alzheimer’s, hypertension, cardiovascular dis-
ease, diabetes, and end-stage renal disease. They
are not the typical cancer patients, as is often the
case in hospice care, Baskins says.

“The target markets are patients who would
receive long-term institutionalized care,” she
explains. “A subset of the population does have
cancer, but it’s not the top disease that we provide
care for.”
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Here’s what PACE 
is all about

PACE is a fully integrated, non-profit, man-
aged care system pioneered in the early

1970s as a day program at On Lok Senior Health
Services in San Francisco’s Chinatown. The pro-
gram later added home care and transportation
services and, in 1979, the program recruited a
physician staff.

People enrolled in PACE must be a mini-
mum of 55 years of age and eligible for nursing
home care. On average, enrollees are:

• 80 years old; 
• dependent in 2.9 activities of daily living; 
• 8.1 medical diagnoses; 
• suffer from mental disorders such as

dementia and depression:
• incontinent.

The program grew in the 1980s, expanding
through a partnership with Medicare and
Medicaid. On Lok received fixed monthly pay-
ments for each enrollee, as a way to test a new
financing method for long-term care. On Lok
delivered all care for the enrollees, including
hospitalization.

Then in 1986, the Robert Wood Johnson
Foundation in Princeton, NJ, and John A.
Hartford Foundation in New York City gave
major grants to replicate On Lok’s program,
which then was named PACE. Six sites were

chosen, and each PACE demonstration site
received Medicare and Medicaid waivers to
operate under a capitation financing agreement
for three years.

The number of PACE sites grew last year to 14
operating under dual Medicare and Medicaid
capitation. About 20 more sites were capitated
for long-term care services and paid on a fee-for-
service basis by Medicare.

The Balanced Budget Act gave PACE permis-
sion to grow to 40 sites in 1998, and the program
could add another 20 each year thereafter. Plus,
the act permits up to 10 for-profit demonstration
sites.

PACE successfully lowered the cost of caring
for frail elderly people who are near the end of
their lives. For example, PACE enrollees’ rate of
hospital use in 1995 averaged 2,399 hospital
days per 1,000 persons per year. This compared
to Medicare’s average utilization rate of 2,448
days per 1,000 persons per year in 1994.1,2

Medicaid capitation payments to PACE give
states anywhere from 5% to 15% savings over
fee-for-service costs for a comparable nursing
home certified population, according to the
National PACE Association in San Francisco.
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Send in the clowns!
Recruit volunteers for clowning program

A15-minute visit from a clown provides a
great deal of comfort to hospice patients. At

least that’s been the experience of the Hospice of
Ashtabula County in Ashtabula, OH.

The hospice has 14 clown volunteers, about
15% of its volunteer base. Usually, clown volun-
teers travel in pairs to make brief, but entertaining
visits to patients who have requested the service.
They dress in full make-up and costume and play
musical instruments, sing, juggle, twist balloons
into animals, or perform skits.

“It’s interesting to me to see the metamorpho-
sis that takes place in some patients,” says Susan
Druschel, MA, coordinator of volunteers, pastoral
care, and bereavement for the hospital-based hos-
pice, which serves the northeastern tip of Ohio.

Compassionate clowning

For example, one older man eagerly awaits the
clowns’ visits, Druschel says. The man’s family
wrote to the hospice:

“The hospice clowns have visited several times
now. Dad is always excited when we tell him
they’re coming. For a short time I think he is able
to forget how sick he is. They make him laugh

and feel special, and that makes us all feel good.”
The hospice’s social worker came up with the

idea of starting a compassionate clowning pro-
gram after she and a colleague attended a semi-
nar on clowning about five years ago. 

“When we came back, we were saying what
fun it had been. Instead of telling everyone, we
thought we would show them with a skit,” says
Aimee Cool, LSW, certified bereavement facilita-
tor and hospice social worker.

Intensive humor training

The pair dressed in costume and performed a
skit for everyone at the hospice. Then they walked
through the hospital, continuing to perform for
patients.

“It was such a positive experience to see how
useful humor could be to uplift people’s spirits,”
Cool recalls. The clowns stopped at one room
where a toddler was screaming loudly as his
father held him. After they knocked and walked
into the room, the child suddenly calmed down,
watching quietly as they blew bubbles and did a
few tricks.

“It was just so powerful to me to see how, in that
brief moment, the child calmed down completely,”
Cool relates. “We decided that since hospice really
focuses on life, we needed to incorporate this so it
could become available to our patients.”

Cool applied for a grant to attend an intensive
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About 11% of PACE patients die each year,
says Ellen Tishman, RN, MPH, executive direc-
tor of the National PACE Association. “We’re not
a substitute for hospice in any way, but a number
of the folks we work with are at the very end
stages of their lives.” 

When patients reach the last weeks of their
lives, PACE may contract with hospices to
provide skilled nursing visits, but the PACE
providers continue to manage the patient’s care,
Baskins says. 

“PACE does provide hospice care, and we
found it unfair to take away all of the other PACE
care just because patients become predictably ter-
minal,” she adds.

For example, PACE typically provides a dying
patient with homemaker services, and physician
and nurse practitioner home visits. PACE pro-
viders also tend to dying patients’ emotional care.
Social workers are intimately involved and provide

follow-up care for caregivers and family members
after the patient’s death. PACE also provides sup-
port groups for caregivers and families.

The PACE model’s fairly recent move into
mainstream provider status echoes what hap-
pened with the hospice concept within the past
20 years, experts note. 

“The closest parallel is when hospice moved
out of home health and became a separate
provider,” Baskins says.

Hospices and PACE programs could form part-
nerships in a couple of different ways, Tishman
suggests. Those include:

• A PACE program could contract with a hos-
pice provider for hospice care, and PACE would
pay for the patient’s care rather than have the
hospice bill Medicare on a fee-for-service basis.

• Hospices and PACE programs could have an
informal sharing of intellectual property around
end-of-life issues, referral, and training.  ■



humor training seminar at the Joel Goodman
Humor Institute in Saratoga Springs, NY. The
hospice received the grant and Cool attended 
the training seminar with the hospice’s director.

After returning, Cool tried to put her clown
training to good use, but she quickly found that
patients found it distracting to see their social
worker as a clown. Instead of abandoning the
concept, she invited volunteers to become clowns.

Here’s how the program works:

1. Find educational clown information.
Cool suggests hospice managers start by read-

ing books and other literature about clowns. The
Internet is a good source for finding clown schools
or training seminars, she notes.

“There are churches that do clowning
through their ministry, and they may provide
some information.” 

Cool learned that there was a clown school in a
larger town about 45 minutes from Ashtabula, so
she attended the school herself. The volunteer
clowns also have attended to learn how to put on
make up and practice making balloon animals.

Once the hospice’s clown program was under-
way, local professional clowns called to offer their
services. 

“We had some folks who were clowning 
on their own in the community, and have gone
through the hospice volunteer training program
with the sole purpose of being hospice clowns,”
Cool says.

2. Encourage volunteers to use their own
talents.

“Clowning is 25% technical ability and 75%
from the heart,” Druschel says. “People involved
with hospice clowning really do this from the
heart. They always say they come back home
with much more than they have given.”

The Hospice of Ashtabula County has had no
difficulty finding volunteers who want to become
clowns. After each regular volunteer hospice train-
ing program, there are always a few people who
would like to take a look at clowning, Druschel
says.

Some of the clowns have received hospice care
when a family member died. One woman in par-
ticular says being on the receiving end of hospice
care was such a healing experience for her that
she loves returning the service through volunteer
work, Druschel says.

Most of the clowns dress in full costume, but a
few women find they cannot tolerate the make-
up, so they wear a mask or crazy hat instead.

Some perform skits; others carry puppets with
them and put on a puppet show. “Other people
juggle, and some love to sing and have a menu of
different songs they can do,” Druschel says.
“They use their own gifts and talents. It depends
on what kind of clown they want to develop.”

3. Provide ongoing training.
“Now that we have quite a few clowns, they

train each other,” Cool says. The clown volun-
teers hold their own workshops once a month to
update their clowning skills. They might watch a
video one month, or invite a professional clown
to show them how to develop a skit.

“It’s really blossomed into a whole new com-
ponent to hospice,” Druschel says. “The head
clown has taken the bull by the horns. She con-
stantly recruits people.”

The clowns visit patients for about 15 minutes
on average of once a month, and usually make vis-
its in pairs or with two other clowns. This way,
they can present a skit and interact with each other
as part of the entertainment. They also bring the
hospice’s Polaroid camera and take photographs
with the patient.

Druschel sometimes visits homes with the
clowns. Occasionally, nurses also monitor the
clown’s visits. 

Although the hospice’s clown volunteers have
taken the program quite seriously and are dedi-
cated to improving their clowning craft, this isn’t
necessary for a compassionate clowning program
to succeed, Druschel says. “The clown’s only pur-
pose is to bring brightness to hospice families’
days,” she says.  ■

How well do you
screen volunteers?
Expert says criminal checks may be needed

Long gone are the days when a hospice direc-
tor knows each person who wants to volun-

teer, or at least knows someone in the volunteer’s
family. You probably have no reason to suspect
the motives or intentions of any potential volun-
teer, yet one expert says it may be time to find out
more, possibly even through background checks.

“I think hospices should check the back-
ground on volunteers as much as for employees,
because anyone can be recruited as a volunteer,”
says Susan L. Humbert, business development
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manager of Background America in Hampstead,
MD. Background America is based in Nashville,
TN, and has offices in Maryland and Florida.

“Often, volunteers spend a lot of time in the
patient’s home, and the family begins to trust
them. Volunteers may even have access to check-
ing accounts and credit cards,” Humbert adds.

Humbert previously served as administrator for
Carroll Hospice in Westminster, MD. She recently
spoke about conducting pre-employment checks
at the National Hospice Organization’s (NHO)
conference in Dallas.

Some screening tips

The NHO in Arlington, VA, recommends that
hospices be aware of all state laws that might per-
tain to background checks for volunteers. 

“We also encourage hospice programs to do
the best they can in terms of finding volunteers or
hiring employees,” says Joan Richardson, LCSW,
a NHO national council of hospice professionals
section manager.

Medicare doesn’t specify how hospices should
screen volunteers, but there should be some evalu-
ation process, Richardson says. Volunteer screening
should include ensuring hospice directors under-
stand a volunteer’s motive for volunteering, and
suitability for a particular task, she adds.

“If you have volunteers who wants to impose
their own values on a family or patient, that’s
not really appropriate,” Richardson explains.
“You want to make sure volunteers will be avail-
able to do the job they are applying for, and to
make sure they seem appropriate in their man-
ner and approach to clients.”

The cost of checking

Hospices should have a policy about what
types of criminal records would prevent the orga-
nization from using a volunteer. 

For example, a hospice might decide not to
rule out someone who at one time was arrested
for a misdemeanor drug possession charge, but
the hospice would automatically rule out anyone
who has a history of assault or theft. “Each hos-
pice should decide what’s OK and what’s not,”
Humbert says.

Humbert suggests hospices conduct thorough
reference checks and criminal background checks
for volunteers and employees. 

“Hospices don’t always check the references
for volunteers. And a lot of times, a hospice

doesn’t have the money to spend to do criminal
background checks,” she says.

Humbert recommends hospices obtain a
seven-year criminal history of each person. If
someone has a record, the history will list their
addresses for the past seven years. Some states
may require that volunteers are fingerprinted.
Criminal background checks range from $8 to $20
per county or state, she adds.

The seven-year check

Checking references, however, only requires a
little staff time. Hospices should ask volunteers to
list professional references or a minister instead
of friends or neighbors. 

“Maybe they could list a place where they
worked or a professional person in the commu-
nity,” Humbert says. “We don’t recommend
checking friends or neighbors because most 
of the time they’d only give out who they like
anyway.”

Even if a hospice does not conduct a criminal
background check, it’s always a good idea to ask
volunteers to list their addresses for the past
seven years.

Other steps a hospice could take include:
• Give the volunteer a thorough interview.
• Look carefully at the application and check

dates listed for employment to see if there are any
inconsistencies.

• Make sure the application is filled out com-
pletely, including an answer listed to the ques-
tion: “Have you ever been convicted of a crime 
or felony?”

Humbert does not recommend drug testing of
volunteers because it’s expensive, and volunteers
do not have the same sort of access to hospice
drugs as staff.

Once a hospice decides to conduct background
checks on volunteers, how does the volunteer
coordinator explain it to new recruits?

“Usually the volunteer coordinator would say,
‘It’s part of our policy and everybody has to go
through this,’ and ‘It’s for your protection, so you
will know who you are working with,’” Humbert
advises.

Most hospices handle background checks in a
matter-of-fact way. They simply tell potential vol-
unteers that they must fill out an application
form, provide two references, and the hospice
conducts a criminal background check. “If any-
body has a problem with it, then it’s usually the
person who has a record,” Humbert says.  ■
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Expand mission 
by training educators
Grieving children need plenty of help

It’s difficult for hospices to reach children who
may be grieving over a parent’s death. Often a

parent dies suddenly without hospice care. In
larger cities, there simply may be too many chil-
dren for a hospice to handle.

“We receive so many referrals of children that
we just cannot accommodate all the grief that’s
out there,” says Honi Weiss, vice president of
fundraising and community relations for The
Center for Hospice Care in Glen Ridge, NJ. The
hospice provides services to 10 counties in north-
ern New Jersey and an affiliate of the St. Barnabas
Health Care System in Livingston, NJ.

A rising tide

Hospice officials decided to create a commu-
nity outreach program to provide children and
their guardians with the counseling and care they
need. The child-parent program, called Changing
Tides, is for school personnel. It includes a 235-
page manual and an 11-minute video.

“It gives the school professionals tools to han-
dle grieving children in a less self-conscious and
more open way,” Weiss says. “It also addresses
suicide, murder, and AIDS, because in our cities
today, people face those realities all of the time.”

“The purpose of writing this manual was to
help school professionals start groups in their
schools,” says Estelle D’Costa, MSW, LCSW,
ACSW, and certified trauma specialist and for-
mer Changing Tides coordinator for The Center
for Hospice Care. D’Costa was one of the authors
of the training manual. Now, she is the director
of a consulting company, New Directions, in
Chatham, NJ.

Changing Tides is a good approach to preven-
tative mental health, says Grace Zambelli, PhD, a
hospice consultant who co-wrote the manual and
helped develop the program. Zambelli is also a
licensed clinical psychologist and registered art
therapist who works as a school psychologist for
the Bernards Township Public Schools in Basking
Ridge, NJ.

“I think a lot of times children are the least-
noticed mourners,” Zambelli says. While people
are very concerned about the child’s grief right

after the parent dies, they tend to forget the child
might still be grieving months later, Zambelli
adds. “Children may not show their grief because
they may distract themselves with other things
they need to do.”

In addition, children continue to grow and
change and progress toward maturity, all of
which distracts them from grief, she explains.

The Changing Tides program received
awards in 1995 and in 1996 for Excellence in
Educational Programming from the National
Hospice Organization in Arlington, VA.

The school’s window

Other hospices can develop their own school
training programs or build one modeled after
Changing Tides. Here’s what the program entails:

• Find an audience.
School professionals are a natural choice to

teach about children’s bereavement. They see
children more often than anyone else, except for
parents. School teachers and staff can have a big
impact on how well a child copes with a parent’s
loss.

“We started doing the training three years ago,
and the outcomes are that all of the schools we
trained now are more aware and more comfort-
able responding to students who have a death of
a family member or any death,” D’Costa says.
“Now, they’re able to implement a program for
children in their schools,” she adds.

Silent mourners

The first part of the Changing Tides manual
includes background information about estab-
lishing a school-based group, including curricu-
lum for a children’s group and for a parents’
group.

Typically, a hospice trainer would hold an edu-
cational program of four workshops for school
guidance counselors, psychologists, social work-
ers, nurses, and attendance counselors. While it
would be ideal to also train teachers, it is not
practical because of time constraints. The other
school professionals, once trained, could set up
training workshops or educational programs for
teachers in their schools, D’Costa says.

• Teach children how to grieve.
“Children become our silent mourners because

no one ever asks them, ‘What do you miss about
your dad?’ or even say, ‘I heard your dad died
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over the summer, and I just wanted you to know
that I’m so sorry,’” D’Costa says. “School profes-
sionals and teachers think the child looks fine, so
‘let me just not upset him by saying anything.’”
Children take their cue from adults and learn not
to speak about their loved ones’ death.

Instead the child may begin to have problems
with school work, or the child’s attention span
may drop. These could be cues that the child is
having problems and may need grief counseling.

Parents as advocates

Children do not go through the stages of grief
in the same way that adults do, Zambelli notes.
“Children may be sad one week and then fine for
a couple of months,” she says. “Then they might
express rage, and then they might not.”

Their grief may appear at a time when the
child is the most vulnerable. For example, a child
might have lost a father, then six months later a
grandmother dies. The child’s grief may appear
more readily after the grandmother’s death.

Hospices also can teach school professionals
some basics about age-related understanding of
death. For example, children at age four struggle
with the idea that death is permanent. They may
not understand that a person is never coming
back again.

The idea of the permanence of death should
gel when a child reaches age eight, yet even then
children still have doubts. “I’ve had eight-year-
old children who said, ‘I knew he wasn’t coming
back, but I really thought he went to live in
another house,’” D’Costa says.

“Then the adults would say, ‘I just feel so badly
to think that my child would think her dad would
go to live somewhere else,’” she adds. “But that’s
just childlike thinking, and it’s not inconsistent
because they are eight.”

• Show how to be advocates for grieving
children.

School professionals who have been through the
Changing Tides program have a greater sensitivity
and an organized way of reacting to children’s
grief, D’Costa reports.

“When a teacher learns that a student has
experienced a death in the family, then that
teacher will refer the student to a psychologist
or guidance counselor,” she says.

Zambelli recalls a case where an eight-year-old
girl lost her father, and felt very alone. “The fam-
ily was upset the school didn’t respond in a way
that they felt reassured the child.”

The family also was unhappy that the school
did not notify everyone involved with the child
about her father’s death. “The school felt the
student was given enough attention when she
returned to class, and people did not respond
positively,” Zambelli says.

Once the child participated in a school-spon-
sored grief group, she received the support she
needed from her peers and from her teacher.
Also, the family felt better supported. “It helped
normalize the loss for them a little bit,” Zambelli
says. “The group helped her to integrate that
event in her life.”

Also, parents need to be advocates for their
grieving children, and they should make sure
school officials know about the child’s grief,
D’Costa says.

It’s especially important that teachers know
about the child’s loss on holidays, such as
Mother’s Day or Father’s Day, when the class
might be making cards or presents for parents.
This way, the teacher could suggest the child
make a card for his or her deceased parent or for
another relative. “There has to be a discussion
with the child,” D’Costa adds.

• Develop counseling sessions for children
and parents.

Changing Tides provides handouts for parents
and instructions for school officials on how to
hold group support sessions for both children
and their parents. The handouts include tips on
how adults can help children cope with death.
One handout has a checklist for parents, asking
them to note any recent changes in their child’s
behavior. (See Changing Tides sample handout,
inserted in this issue.)

The program recommends dividing children
into different age groups: ages 4 to 5 years; ages 6
to 8, ages 9 to 11, and ages 12 to 18. If a hospice is
running the groups, there would be a volunteer
and social worker in each group. If the school is
running it, there should be school counselors,
teachers, or other professionals there. The groups
can meet for one hour a week, usually after
school in the late afternoon or early evening.

While the children meet, their guardians could
meet separately in their own group session.

The groups generally meet for 10 weeks. At the
fifth week, the children have the night off, and
the parents come in to meet with the person run-
ning their child’s group to receive information
about their child’s progress and bereavement.

“Parents give us information, and we give
them information about how we see the grieving
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process going,” D’Costa says. For example, the
group leader might tell the parents whether their
children are able to discuss the death with other
children.

“Also, we ask the parents if the group is serv-
ing the function they wanted for themselves,” she
adds.

That parent meeting is followed by four more
regular sessions, and the last session again pro-
vides feedback to parents.

Getting children to talk

At the end of the 10 weeks, the parents, chil-
dren, and school officials evaluate the program.
They are asked:

• Did you notice any changes?
• Did you find that things were different?
• Was it helpful?
• What did you like? What did you not like?
The parents’ sessions are focused on parenting

a grieving child. “They’ll bring up issues of their
own grief, but for the most part, the focus is on
children,” D’Costa says.

• Use activities, as well as words.
With younger children, the group leaders often

use drawing, crafts, magazines, scissors, and glue
to help facilitate communication. 

For example, the group leader might ask the
children to make a collage that expresses their
feelings about their loss and the change in their
lives.

In one group, children cut out pictures of their
parent’s favorite foods, the kinds of cars their
parents drove, and pictures that illustrated their
parents’ work.

“These were things that made this person who
is no longer living come alive for the child,”
D’Costa says. “We get to know how this person
fit into the child’s life and what the significance
of the person was to the child.” 

For instance, a child might talk about his
father’s favorite flavor of ice cream; and to this
child, that is something the child misses.

Older groups of children and even teenagers
also might like using crafts and collages as ways
to express their grief. Hospices can teach school
professionals how to start these activities.

[Editor’s note: The Center for Hospice Care sells its
Changing Tides manual and video for $125, including
shipping and handling. For more information on the
child-parent bereavement program, you may contact
the hospice at (973) 429-0300.]  ■

Hospice finds telemedicine
supports mission
Brings all disciplines to patients at less cost

There is usually nothing high-tech about hos-
pice care. Taking care of the dying involves

old-fashioned nursing, along with social work-
ers and chaplains to address the psychosocial
and spiritual needs of the terminally ill. But
Kendallwood Hospice in Kansas City, MO, has
added a modern spin to traditional end-of-life
care.

Kendallwood started using telemedicine in
May 1997 to keep more frequent contact with
their at-home patients. Called telehospice, the
Kendallwood program is used by 20% of the
agency’s patients, mostly those living in rural
areas. 

New options available

Telemedicine is nothing new to the health
care industry. Since 1986 the Rochester, MN-
based Mayo Clinic, has had a satellite-based,
full-motion video system to unite its clinics
with sites around the world. Today, more than
300 clinical examinations have taken place
involving all specialties.

In addition to patient exams, telemedicine is
commonly used to interpret electrocardiography,
echocardiography, X-ray, and magnetic resonance
imaging (MRI) between remote sites.

Telemedicine encompasses a range of commu-
nication options. It is described as the delivery of
care to patients at any location by combining
communication technology with medical exper-
tise. The goal of telemedicine is improving access
to medical care at an affordable cost. 

However, the application of telemedicine to hos-
pice is in its infancy. Kendallwood’s telehospice
program is a joint effort between Kendallwood and
the University of Kansas Medical Center in Kansas
City, MO. Kendallwood serves a high number of
rural patients. The technology lessens the need for
hospice workers to drive long distances for short
visits and gives patients immediate access to staff. 

“As we worked together, I saw that Kendall-
wood had a significant rural background,” says
Gary Doolittle, MD, Kendallwood’s medical
director and director for telemedicine services at
the University of Kansas Medical School. “The
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hospice was being paid a per diem by Medicare.
As a result, it’s a large expense to visit patients in
terms of nursing time.” 

Doolittle proposed the telehospice project in
1997. As part of the project, Kendallwood is mea-
suring patient acceptance of the new technology,
as well as efficacy and cost.

How it works

Kendallwood’s telehospice program uses a
video phone, telephone, and existing phone lines
in the patient’s home to connect the patient or
caregivers to the hospice. The hospice version
allows patients 24-hour access to doctors, nurses,
social workers, and chaplains within the hospice.

The video phone — a small television screen
with a camera eye mounted above it — is con-
nected to a telephone and placed on a table or
desktop. The $600 unit is small enough to be
moved throughout a patient’s home to allow
hospice workers flexibility in viewing patients. 

Once installed, the patient and hospice worker
call each other by simply dialing the phone and
pressing appropriate keypads prompted by an
on-screen menu to establish a video connection.
Receiving a video phone call requires the same
process. The video phone allows both parties to
zoom in on the other party, pan back, or change
the screen angle by tilting the screen.  

Not a replacement

Telemedicine is an appropriate service for all
hospice patients, says Maria Hoffman, RN, the
patient care coordinator at Kendallwood.
Furthermore, its use goes beyond the clinical
applications currently employed by most health
care organizations.

For example, some hospice patients are reluc-
tant to allow a chaplain to visit them at home,
despite nursing observation indicating a chaplain
visit would be helpful. Kendallwood’s telehospice
service gives patients the option of talking with a
chaplain via video phone rather than face to face.
Telehospice also allows patients to talk with chap-
lains or social workers more frequently, especially
during times of extreme emotional crisis. 

For now, Kendallwood’s leaders are not inter-
ested in using telehospice to reduce visits. Instead,
the hospice staff considers the video phone visits
an adjunct to the number of visits established in
the patient’s care plan. The only visits that are
eliminated are those once prompted by crisis calls.

Telehospice allows clinicians and counselors to
visually assess the situation before sending a hos-
pice worker to the patient’s home.

“It’s a supplemental piece of care,” says
Hoffman. It’s not a replacement to home visits.
It’s a way to keep in touch throughout the week.”

Getting used to technology

The application of telemedicine to the hospice
setting shows great promise, Doolittle says. But
the technology may be its own worst enemy.
Despite its promise, Kendallwood’s leaders
understood that the technology would not be
easily embraced by either staff or their predomi-
nantly elderly patient population.

Reluctance among patients ranges from abso-
lute refusal to have a video phone unit placed in
their home to a mild fear of high-tech equipment.
For those who agree to the service, hospice staff
regularly attempt to ease reluctance by providing
training and initiating use. Staff makes routine
contact with patients once a week, which allows
patients time to get used to the unit.  

“Attempts are made to bring the unit into the
home,” says Hoffman. “We show it to them and
show them how it works. If they allows us to put
in their home, we make contact with them once a
week.”

The routine contact, says Hoffman, is used to
follow up on items from previous visits, such as
medication and care. Caregivers are also given
the opportunity to ask questions of clinical staff
or discuss concerns, just as they would during a
home visit.

Staff, on the other hand, must be more
involved in order to gain needed internal accep-
tance. Just like patients, staffs need both training
and time to get used to the technology, says
Doolittle. 

Doolittle offers the following steps for hospices
considering implementing telemedicine:

• Training. Staff should become very familiar
with the technology. Any hint of unfamiliarity
with the technology undermines the training of
patients. Doolittle recommends applying the
technology to office operations to get staff accus-
tomed to it. For example, a hospice could set up
the video phones for meetings with remote staff.

• Identify key staff. Single out staff from
each discipline to champion telehospice. Choose
staff members who are excited about the new
technology to push its implementation and act
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as consultants for other staff that have questions.
• Target rural patients. While telemedicine is

an appropriate service for all hospice patients,
Doolittle says patients in rural settings are partic-
ularly well suited for telehospice. 

Stay flexible

Two years after Kendallwood implemented
its program, it is still trying to understand how
to use telehospice to its maximum effectiveness.
“There isn’t a standard protocol for its use,”
Hoffman says. “We are continually revising 
our protocol.”

“I’m seeing some great things,” Doolittle says.
“I feel very positive about the results we’re see-
ing, but we’re still in the process of measuring its
efficacy and comparing home visits to a telehos-
pice visit.”  ■

Music therapy fills 
many needs
MT can aid clinical, emotional, and spiritual care

Hospice care addresses the holistic needs of
terminally ill patients. To meet those needs,

hospices must address medical, nursing, social
work, and counseling issues. Music therapy
touches on three of those four needs, yet 
remains largely overlooked. 

“For every nurse in a hospice that delivers
care, there should be a music therapist,” says
Pato Cogg, RN, referral director for Chicago-
based Season’s Hospice. “What they do impacts
care on many levels.” 

Cogg acknowledges the exaggeration is meant
to drive home her point, but adds that music
therapy aids nurses in pain and symptom man-
agement, counselors in dealing with complex

family issues, and chaplains in addressing spiri-
tual needs.

However, she notes a distinction must be made
between music used as therapy and music used
to entertain. The role of music therapy in the hos-
pice setting is to help relieve pain and deal with
emotional issues associated with the end-of-life.

Opening the past

Cogg uses the following case study from
Season’s Hospice to illustrate the specific goals
music therapists try to achieve:

Diagnosed with metastatic prostate cancer, Mr.
N. was referred to hospice care in September
1994. After three months, the 78-year-old wid-
ower became increasingly depressed and was
referred to a music therapist. 

During the first visit, the music therapist asked
the man to fill in the blanks to the sentences below.
The patient’s responses are shown in italics: 

• Music makes me . . . feel good.
• If I were to record an album, I would title the

album . . . Lookin’ back over my life.
• Music is . . . the core of my life.
After talking more with the man, the music

therapist learned that music played a prominent
role in his life, including singing in his church
choir for several years. Mr. N. requested that the
therapist sing “Away in the Manger,” which
prompted him to cry and sing along softly. The
therapist then asked if the song held special
meaning. 

As a result, the therapist learned that it
reminded him of past Christmases with his fam-
ily. The man began to express grief over no longer
having family around for Christmas. Soon the
man began to open up and discuss happy memo-
ries from Christmases past.

From this initial contact, the therapist devel-
oped the following goals for the patient:

• Validate life, through reminiscing.
• Identify and express emotions effectively.
• Develop adequate coping skills.
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A care plan that included one music therapy
visit per week for 45 minutes was developed. He
also was given unlimited access to recorded music. 

The next month, Mr. N requested music by
Nat King Cole and Billie Holiday. As he remi-
nisced about his high school sweetheart, going 
to nightclubs and sharing stories about his
youth, he became more bright-eyed and laughed
frequently. 

The music therapist also engaged Mr. N. in
lyric analysis that helped him express his
thoughts and fears about death. As treatment
continued, Mr. N. seemed to focus on church
hymns and used the spirit and emotion of the
songs to cope with the final stage of his life.

Applications for pain management

Proponents of music therapy suggest it may
alter pain perception and increase patient relax-
ation. They argue that music intervention helps
reduce anxiety, improve relaxation, and act as an
adjunct to pain management drugs. In addition,
music therapy enhances cognitive coping strate-
gies in which the patient uses imagery to filter
out and reduce perceptions of pain. 

Seasons Hospice uses board certified, creden-
tialed music therapists as an adjunct to pharma-
cological pain and symptom management,
psychosocial counseling, and spiritual care. 

“All of these hold a direct relationship in rais-
ing the quality of life, which is basic to the goal
and purpose of hospice care,” says Cogg. “This
restoring and improving of the mental and physi-
cal can often create another level of healing.” 

Music therapy intervention techniques used at
Seasons Hospice include:

• lyric analysis; 
• guided imagery; 
• sing-alongs; 
• rhythm sessions; 
• song choice; 
• songs as life review stimulus; 
• making musical plans in conjunction with

memorials; 
• improvised singing; 
• instrumental improvisation; 
• song writings; 
• music composition; 
• music and massage;
• use of nature/environmental sounds.
Hospice managers that use music therapy in

end-of-life care sing its praises, but admit music
interventions are not used often enough. For

most hospices, money is an issue. The $85 per
visit cost is often perceived as money that can be
spent elsewhere. Traditionally, Medicare has not
reimbursed music programs under fee-for-service
arrangements.

The myth about reimbursement

“There is a cost-benefit,” says Hugh
Henderson, general manager of Odyssey Health
Care, a hospice in Dunwoody, GA. “It fits in won-
derfully with the hospice concept of attending to
the whole person. But with the cost restraints that
we’re up against, the chances of working it into
our budget aren’t very good.”

Many hospices use money from donations to
fund music intervention. 

“At our hospice, we’ve decided that music
thanatology is beneficial and we’ve been able to
manage so far with donations,” says Teresa
Warren, LGSW, director of Hand in Hand
Hospice in Gainesville, GA. (See related 
story on music thanatology, p. 40.)
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But Cogg says hospice managers that rely on
their own general budget or donations to fund
music programs are misunderstanding both
Medicare and managed care reimbursement.
Most hospices have moved to per diem rates and
therapeutic music programs can be included.

Cogg says when per diem rates are negotiated,
she includes music therapy in the list of services
and ensures the rate is enough to cover visits by a
music therapist. “Music therapy is considered
counseling the same way chaplains and social
workers are counseling.”  ■

Therapy requires only
passive listening

Music therapy is a discipline that is applied
in many different settings. There are, how-

ever, other therapeutic music disciplines, includ-
ing those dedicated solely to pain and emotional
suffering associated with death and dying. One
of these disciplines is music thanatology. (See
related story on music therapy, p. 38.) 

“There is a lot of anecdotal evidence that
shows music brought in a certain way can ease
pain, restlessness, and breathlessness,” says Sue
Moore, a Gainesville, GA-based music thanatolo-
gist. Although music thanatologists are not certi-
fied music therapists, she is a graduate of the
Chalice of Repose, a thanatology program affili-
ated with St. Patrick’s Hospital in Missoula, MT. 

Music alleviates pain

Music therapy and music thanatology are
closely related. Music therapy can be defined as a
behavioral science, one that uses the systematic
application of music to engage and support life
processes and produce deep relaxation. This use
of music contributes to the alleviation of physio-
logical and emotional pain. 

Music therapy requires patient involvement,
choosing music or singing along, for example.
Music thanatology, on the other hand, requires
only that patients listen. 

Another major difference is its choice of music.
Music thanatologists use non-metered music with
no pulse or recognizable beat played on a harp
and recordings of Gregorian chants and lullabies.

“Metered music keeps us in the body at the

end of life when there has to be a letting go of
life,” Moore says. “The unfamiliarity with Latin
in the chants and non-metered music helps to
unbind to life.”

Supporters of this discipline say it is rooted in
palliative medicine and that its clinical focus
includes all of the characteristics of music ther-
apy, but differs because it solely addresses the
complex needs of the dying. 

It employs the same clinical behavior expected
of nurses. For example, music thanatologists are
required to observe a patient’s reaction to treat-
ment, noting changes in behavior or response to
the music, and documenting them in the patient’s
chart.

Contact through music

Another significant difference between music
therapy and music thanatology is that there is
rarely any spoken communication between a
music thanatologist and the patient during bed-
side vigils. Contact is made primarily through the
music, the eyes, and touch.

The sole focus is to help the person move
towards completion and unbind from anything
that prevents, impedes, or clouds a tranquil pas-
sage into death. Each person receives the music
differently, and on a variety of levels: physically,
emotionally, mentally, or spiritually.  ■
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