
Institute of Medicine: Children 
need better end-of-life care
Collaboration, new protocols, revamped financing recommended

It seems the momentum carrying the health care industry toward bet-
ter end-of-life care and easier access to hospice and palliative care 
continues to pick up speed. In the last days of July, the Institute of

Medicine (IOM) released its 514-page report, When Children Die: Improving
Palliative and End-of-Life Care for Children and Their Families, which detailed
what’s wrong with pediatric end-of-life care and contained recommenda-
tions to improve care of dying children and their families.

The conclusions — that pediatric palliative care is either missing or
woefully substandard because of poor training, conflicting parental
goals, cultural barriers, and insurance regulations that discourage pallia-
tive care — are nothing new to the hospice industry. But the Washington,
DC-based IOM cited hospice as having a key role in helping other health
care providers improve care for dying children.

Care providers should collaborate to assign responsibilities

The IOM’s hospice-specific recommendations include the following:
• Children’s hospitals, hospices, home health agencies, and other

organizations that care for seriously ill or injured children should col-
laborate to assign specific responsibilities for implementing clinical and
administrative protocols and procedures for palliative, end-of-life, and
bereavement care. In addition to supporting competent clinical services,
protocols should promote the coordination and continuity of care and
the timely flow of information among caregivers and within and among
care sites, including hospitals, family homes, residential care facilities,
and injury scenes.

• Children’s hospitals, hospices with established pediatric programs,
and other institutions that care for children with fatal or potentially fatal
medical conditions should work with professional societies and other
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resources to assist clinicians and families in local
and outlying communities and rural areas.

• Children’s hospitals and other hospitals that
care for children who die should work with hos-
pices and other community organizations to
develop and implement protocols and proce-
dures for culturally sensitive bereavement ser-
vices. They also should define bereavement
support roles for hospital-based and out-of-hos-
pital personnel, and bereavement needs of pro-
fessionals who assist dying children and their
families.

• Public and private insurers should restruc-
ture hospice benefits to: add hospice care to the
services required by Congress in Medicaid and
other public insurance programs as well as pri-
vate health plans; eliminate eligibility restrictions
related to life expectancy; substitute criteria
based on diagnosis and severity of illness and
drop rules requiring children to forgo curative or
life-prolonging care; and include outlier pay-
ments for exceptionally costly hospice patients.

• Modify Medicaid and private insurers’ poli-
cies restricting benefits for other palliative ser-
vices related to a child’s life-threatening medical
condition.

‘It’s a broad challenge to the industry’

“The [IOM report] is saying things that have
been said before,” says Bruce Himelstein, MD,
director of palliative care for the Children’s
Hospital of Wisconsin in Milwaukee and a mem-
ber of the IOM committee that helped write the
recommendations. “It’s a broad challenge to the
industry to fix the problem.”

Indeed, much of what the IOM recommends has
already been proposed by the National Hospice
and Palliative Care Organization (NHPCO) and
other organizations. This includes changes in how
end-of-life care is reimbursed and the need to dis-
cuss palliative care at the point of diagnosis, rather
than during the last days of life. 

“The report drew upon the NHPCO’s report
on pediatric palliative care,” says John Millett,
spokesman for the Alexandria, VA-based
NHPCO.

NHPCO’s Children’s International Project on
Palliative/Hospice Services Administrative/
Policy Workgroup released a white paper last
February that was critical of how the industry
provides care to dying children. 

While most say the IOM report is yet another
sign that the movement to improve pediatric

end-of-life care is building momentum, the pace
of change will likely be slow, says Himelstein.
The IOM report is certainly a wake-up call to
the industry, but the degree to which the mes-
sage infiltrates the consciousness of physicians,
nurses, and others who provide care to dying
children will largely depend on the clout of
those pushing the message. Left to the hospice
industry alone, changes in financing and cul-
ture will likely be slow. 

In the days that followed the report’s release,
however, there were noticeable responses. The
National Alliance for Pediatric and Palliative
Care was formed to search for ways to carry the
IOM recommendations forward. Also, the fed-
eral Centers for Medicare and Medicaid Services
is accepting waiver applications from states to
investigate ways for Medicaid to pay for end-of-
life care for dying children from poor families.
In addition, the National Institute of Nursing
Research, a division of the National Institutes of
Health, is handing out $2.5 million in grants to
research pediatric palliative care.

These three initiatives represent an emerging
trend in the industry, says Dan Tobin, MD,
director of the Life Institute in Albany, NY, a
nonprofit end-of-life education resource. “But
change in pediatric palliative care is really still in
its inception,” he adds. “There needs to be fund-
ing for the kinds of changes the IOM is recom-
mending. And if you look at society’s approach
to death, you see that there is a cultural issue
that must be addressed. The collective group has
a lot of work to do. Implementing the recom-
mendations will require gradual change.”

Clinical practice guidelines

In efforts to cure children of life-threatening
disease, parents and physicians often do not
grasp the degree of suffering a child endures,
says the IOM, and opportunities to relieve suf-
fering are missed. “Care plans should always
include steps to assess and prevent physical,
emotional, and spiritual suffering,” the report
says.

This is, perhaps, the one recommendation that
individual hospices can address immediately,
says Himelstein. Too many hospices that treat
children are using the adult hospice model when
instead they should adopt pediatric hospice
guidelines. “A lot of hospices are using the adult
model and struggling to learn how children are
different,” he explains. “Hospices need to be
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aware of the resources that are available. There
are hospices that already have developed practice
guidelines so that other hospices don’t have to
reinvent the wheel.”

The IOM is banking on hospice expertise to
show the way because hospices, especially those
with pediatric and palliative care programs, have
experience developing care plans that assess the
physical, emotional, and spiritual needs of patients.
Thus, they can serve as a valuable resource to other
agencies and organizations that need better end-of-
life assessments. The IOM says care plans should
include these elements: 

• complete, timely, understandable information
about diagnosis, prognosis, treatment (including
their benefits and burdens), and palliative care
options;

• early and continuing discussion of goals and
preferences for care that will be honored wher-
ever care is provided;

• effective and timely prevention, assessment,
and treatment of physical and psychological
symptoms and other distress, whatever the goals
of care and wherever the care is provided;

• competent, fair, and compassionate clinical
management of end-of-life decisions about such
interventions as resuscitation and mechanical
ventilation.

Rural areas face difficulties

The report also notes that rural areas often
lack the specialized health care needed to care
for dying children and their families. In most
instances, parents must travel with their ill chil-
dren to urban centers where specialized care is
based. The IOM wants pediatric hospice pro-
grams and other child-focused providers to
develop regional information programs to assist
health care providers and families in outlying
and rural communities. 

These programs can take the form of consulta-
tive services to advise a child’s primary physician
or the local hospice on all aspects of care for both
the child and family from the time of diagnosis
through death and bereavement.

Families also need information to help them
make better choices. Hospices and other health
care partners should work to develop clinical
and organizational guides that will assist fami-
lies and help them decide on the most appropri-
ate care.

Physicians and other health care professionals
in outlying communities need education and

support, just as those in an urban setting do, the
IOM report says. The health care industry must
help rural communities establish programs that
support palliative care, end-of-life care, and
bereavement care. Those programs should not
only be competent to meet the needs of dying
children but should be part of a continuous and
coordinated effort that spans all health care set-
tings and providers, regardless of the patient’s
location.

Reimbursement changes needed

The IOM report also echoes many of the con-
cerns that hospices and other advocates of end-of-
life care have voiced about the need for changes in
reimbursement methods.

“For insured children and families, coverage
limitations, provider payment methods and rules,
and administrative practices can discourage
timely and full communication between clinicians
and families and restrict access to effective pallia-
tive and end-of-life care,” the report says. “At the
same time, financing policies can promote exces-
sive use of advanced medical technologies and
inappropriate transitions between settings of care.
Low levels of payment to providers can make it
difficult for health care professionals, hospitals,
and hospices to provide certain treatments or
even accept some high-cost patients.”

The report specifically calls on public and pri -
vate insurers to:

• add hospice care to the services required by
Congress in Medicaid and other public insurance
programs for children, and to the services cov-
ered for children under private health plans;

• eliminate eligibility restrictions related to life
expectancy, substitute criteria based on diagnosis
and severity of illness, and drop rules requiring
children to forgo curative or life-prolonging care;

• include outlier payments for exceptionally
costly hospice patients.

The IOM also took issue with current coverage
rules for hospice, calling on payers to address
the limitations of the current per diem payment
method. “Research and experience suggests that
patients with particularly high-cost needs are
often denied hospice or are accepted on the con-
dition that certain expensive services will not be
provided by the hospice,” the report said.

The IOM suggested that an outlier system,
similar to Medicare’s inpatient outlier coverage,
be adopted to reduce access problems and to pro-
tect hospices from financial loss. The organization
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Train inmates to provide
prison hospice care
20 hospice programs for 3000 prisons 

It would be easy to disregard the needs of those
incarcerated in prisons. The anguish these mur-

derers, rapists, and drug dealers have heaped
upon their victims and communities is often
viewed as reason enough to imprison our own
sympathies. Yet, some who will likely spend the
remainder of their lives within the walls of places
like Angola Penitentiary in Louisiana still cling 
to a sliver of humanity as they stand vigil with
dying inmates, holding their hands, offering com-
forting words, and helping the dying prisoner
avoid a lonely death. 

Programs in which prisoners are trained to
provide hospice care are cropping up around the
country. In most cases, prison officials are turning
to their local hospice to provide the training. In
other instances, hospices are approaching prisons
to inquire about the need for hospice care. In
either case, the benefit of these programs extends
beyond the prison walls, says Jamey Bodreaux,
MSW, MDiv, executive director for the Louisiana
Mississippi Hospice and Palliative Care Organi-
zation in Natchez, MS, and New Orleans. 

“Hospice care is being delivered more purely
in prison,” says Bodreaux. “Whenever I take

hospices on a tour of the Angola prison hospice,
someone will say, ‘if only we could practice hos-
pice the way they do at Angola.’”

Unencumbered by market demands, insurance
rules, and Medicare regulations, all invariably
tied to reimbursement, prison hospices operate
under the sole premise of helping a fellow inmate
die among those closest to him or her rather than
being transferred to an unfamiliar institution.

There are an estimated 20 correctional facilities
with hospice programs that center around a volun-
teer inmate component, according to Volunteers of
America in Alexandria, VA, which established the
GRACE (Guiding Responsive Action in Correc-
tions at End-of-Life) project, an initiative that seeks
to improve end-of-life care in America’s prisons.
The GRACE project serves as a resource for prisons
interested in starting hospice programs. Inmates
are usually supervised by a social worker, nurse,
or chaplain employed by the prison, according to
Volunteers of America.

The National Prison Hospice Association in
Boulder, CO, says there are more than 3,000 pris-
ons in the United States, but only 20 to 25 have
active hospice programs. The ratio of prison hos-
pices to prison facilities alone suggests that there
is a need. 

According to Margaret Ratcliff, MSW, vice
president of research and development for
Volunteers of America and director of the
GRACE Project, there wasn’t a priority for end-
of-life care in prisons two decades ago because
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also encouraged reimbursement for bereavement
services, which is currently not covered by public
and private insurers. 

The report also recognized the need to revamp
physician reimbursement. To encourage greater
parental decision-making, physicians should be
paid for intensive communication and counseling
of parents, whether or not the child is present. 

The release of the IOM report challenges the
health care industry to decide what to do with it.
Whether the industry is successful depends largely
on payers, both public and private, says Joanne
Hilden, MD, chairwoman of the department of
pediatric hematology/oncology at The Children’s
Hospital at The Cleveland (OH) Clinic. “Payers
must put in something sustainable to fund good
care,” Hilden says. “Grants often leave programs
without funding when they run out. Payers need
to pay physicians for engaging parents and com-
municating with them.”

Hospices have a job to do as well. Too many
handle the occasional dying child using the adult
model rather than educating staff on the differ-
ences between adult and pediatric end-of-life care.
“We’ve learned to care for dying kids through trial
and error,” says Hilden.

Hospices must take on a strong advocacy role by
lobbying payers and other providers for improved
pediatric palliative care that is supported by ade-
quate reimbursement. In addition, hospices should
build networks with other hospices, hospitals, and
community groups to ensure children are referred
to providers who can provide pediatric palliative
care.

(Editor’s note: Readers can either view or purchase
the Institute of Medicine report, When Children Die:
Improving Palliative and End-of-Life Care for
Children and Their Families, at the IOM web site 
at www.iom.edu.)  n



of the small number of terminally ill patients in
prisons. But with the advent of HIV/AIDS and
passage of tougher sentencing laws and guide-
lines, the number of terminally ill patients incar-
cerated in prisons has grown.

All inmates need is the training

Because prisons have a
unique culture, inmates
themselves are the most
qualified to provide hos-
pice and palliative care to
fellow inmates. In many
cases, inmates themselves
represent the only family
dying inmates have. All
inmates need is the train-
ing that will provide the
skills needed to ensure
dying prisoners’ physical,
emotional, and spiritual needs are met.

The Volunteers of America has established the
following seven steps for organizations interested
in starting a prison hospice:

1. Research the need.
2. Identify resources and allies.
3. Convene a planning group.
4. Study other programs.
5. Design a hospice program
6. Put it in writing.
7. Monitor and evaluate.
While the need for hospices to help prisons

care for their dying inmates is evident, hospices
that set out to establish programs and train
inmate volunteers must be committed to a long-
term partnership with the institution, says Carol
Evans, LCSW, social worker for University
Hospital Community Hospice. Evans provided
training for the first two groups of volunteers at
Angola.

“If you’re not committed because there isn’t
enough money or there isn’t enough time, don’t
even bother,” Evans warns. “These men have
heard a lot of promises that aren’t followed
through, they have seen people come and go,
and they don’t need that kind of pain.” 

In many ways, training inmate volunteers is
much like training volunteers in the free world.
The curriculum is almost identical, with a few
additions to account for the unique characteristics
of the prison volunteer and patient. 

To begin, inmate volunteers must become
familiar with the hospice philosophy. Fulfilling

this requirement takes more than a few simple
statements read by hospice trainers. Hospices
need to develop a program that exposes inmates
to the interdisciplinary team approach to care and
that teaches what the volunteer’s role on the team
is. The Bill Moyers TV series On Our Own Terms
has become a popular introduction to hospice
used by prison hospice programs and outside

hospices, as well. 
Traditionally, hospices

approach this task by hold-
ing a series of sessions last-
ing one to three hours.
Because inmates do not
have the same time con-
straints, responsibilities,
and distractions that nor-
mal volunteers have, ses-
sions can be longer and
more intense. In many
respects, inmate volunteers

are more motivated than volunteers on the out-
side and are more eager to learn quickly, says
Evans.

A training program should cover the following
subjects:

• the hospice mission;
• the hospice concept (the key features of the

benefit, including the emphasis on palliative care
over curative care);

• the medical perspective (interdisciplinary
team approach and specific pain management
methods);

• grief and bereavement;
• spirituality;
• caring for the family;
• patient care techniques.

New volunteers participate in mentor program

Inmate volunteer training programs are gener-
ally 35 to 45 hours. The facility providing the
education should be committed to providing
ongoing training to broaden and sharpen the
skills of volunteers who have already completed
introductory training. Following completion 
of introductory training, volunteers should be
required to complete a 12-hour mentor program
in which they follow an experienced volunteer to
get hands-on training prior to being assigned a
patient.

Like outside volunteers, Evans says it is impor-
tant for volunteers to work through their own
feelings of death and grief. Many will have grief
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experiences that are extreme or unusual to the
average person. For some, their first experience
with death may have come from their own crime.
Nonetheless, volunteers need to learn the signs
and symptoms of dying and to understand how
their preconceptions of death can affect the care
they provide when death is imminent.

For example, the idea of allowing someone 
to refuse basic needs may be hard for some peo-
ple. A group discussion in the training program
about death and dying can help bring about a
greater understanding of personal biases. The
group discussion allows volunteers to get in
touch with their own views on death and dying
and allows them to relate it to the hospice’s mis-
sion. More importantly, they learn that their
views should not be imposed on those they 
are trying to help.

In the end, inmate volunteers have to be rooted
in the notion that hospice care provides comfort,
not a cure, and learn the importance of staying
within the boundaries of hospice care.

If a patient refuses to eat or drink, for exam-
ple, the volunteer is told that these are signs of
the body shutting down. Rather than intervening
because food and water are basic needs, the vol-
unteer understands that the patient’s body is
preparing to die. This is especially important in
the prison setting, where mistrust is rampant.
Volunteers must be aware that withholding food
and water in the waning hours of life is not an
act of cruelty, but allows the dying process to
take its course.

At the California Medical Facility in Vacaville,
volunteer inmates are asked to spend a day walk-
ing around with pebbles in their shoes, their fin-
gers taped, and wearing a mask that makes
breathing difficult and uncomfortable. At the end
of the exercise, a hospice patient describes what
it’s like to live with pain and the stigma attached
to being terminally ill.

“After walking around and listening to the
hospice patient, they can understand the loss 
of identity, dyspnea, and neuropathy a dying
patient experiences,” says Keith Knauf, MDiv,
director of pastoral care at the facility, which
serves California prisons. The facility started
the first prison hospice in the United States in
1987. Today that hospice is operated by 50 vol-
unteers, 11 inmate workers, and five commu-
nity staff members.

While training inmates to deliver hospice care
is the focus of any hospice-led training program,
hospice workers who go into prisons expecting to

teach must also be prepared to be taught. Before 
a hospice can help design a training program, it
must understand the culture and rules that exist
inside a prison. For example, most prisons have 
a long-standing rule against prisoners touching
other prisoners, and prisoners touching visitors 
is categorically forbidden.

So how does a hospice trainer design a pallia-
tive care program where inmates aren’t allowed
to touch one another? “We added an entire ses-
sion on visitor and inmate interaction,” says
Evans. “It was hard to do hospice under those
conditions.” Officials at Angola, however, were
eventually willing to bend the rules so care
would not be compromised. 

In addition, hospices will have to fight the
appearance that staff are being replaced by inmate
volunteers, an illegal practice that hearkens back
to the bad old days of poor prison health care.
Hospices will have to combat mistrust by show-
ing that inmate volunteers are actually supple-
menting the care provided by current staff.

Finally, hospice workers will have to fight
their own preconceptions of prison life. It is not
a pleasant life and can breed, anger, mistrust,
deception, and violence as skills needed to sur-
vive in a hostile environment. But, according to
Evans, many inmates are trying to find meaning
in their lives behind bars, and they cling to their
humanity tenaciously.

“When you go into a prison it’s easy to pass
judgment on these men,” says Evans. “Don’t
pass judgments, because there is a lot you don’t
understand about life in prison.”  n

Promote story-telling 
to help patients open up
Reminiscing can spur positive thinking

Few people know more about the anger, fear,
and guilt terminally ill patients harbor as they

come to grips with their approaching death than
the hospice worker charged with helping patients
and their families handle those negative emotions
and achieve a good death.

Two Minnesota psychologists say exercises in
story-telling can help dying patients move past
debilitating emotions by allowing the patient to
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view his or her life more positively and bringing
family members closer.

“The idea is to empower the person to help
them affirm their life experience,” says Howard
Thorsheim, PhD, professor of psychology at 
St. Olaf College in Northfield, MN. “We have
found that story-telling is the glue that binds us
together.”

Thorsheim is the co-author of I Remember When,
along with Bruce Roberts, PhD, professor of psy-
chology at St. Olaf College. The book is based on a
1996 study of more than
10,000 people.

Thorsheim’s and Roberts’
research on story-telling
measured its value to the
elderly, but Thorsheim says
there are direct applications
to the terminally ill and their
caregivers. 

According to Thorsheim
and Roberts, reminiscing and
telling stories helps people
find common ground with
others and engage in a social process that brings
about mutual support that is empowering.
Empowerment, under the two researchers’ defini-
tion, is a sense of well-being and a feeling that
one’s life has meaning. In the hospice setting,
story-telling can help the dying patient feel
empowered by giving the patient a chance to
focus on positive life experiences. Encouraging
patients to share their stories can also strengthen
familial bonds. 

Creating opportunities for support

The value of story-telling, according to the
authors, is in creating opportunities for social
support from family and friends. Their research
showed that as people get older, they have fewer
opportunities to feel supported by family and
friends. The same can be said for the dying, who
often feel isolated and angry.

As a result, self-esteem is affected because 
of the lack of support. Self-esteem is even more
dramatically affected in dying elderly patients.
The authors noted that men of retirement age
experience drops in self-esteem because they
feel their life has lost its meaning. If a terminal
illness is thrown into the mix, the patient’s 
ability to achieve a meaningful death can be hin-
dered by the perception that his or her life has
lost meaning and the perception of diminished

support from friends and family.
The goal of hospice workers is to help patients

resolve these negative emotions in a way that
allows them to begin addressing their social and
spiritual needs.

The five benefits of story-telling

According to Thorsheim, story-telling provides
five benefits that promote life affirmation and
help patients along the road:

1. A sense of belonging.
Telling stories helps people
feel closer to their families,
community, and physical
surroundings.

2. Makes one’s name
known to others and others’
names known to the per-
son. Story-telling promotes
an emotional connection
between people who other-
wise would be strangers. It
can help hospice workers

break through walls and nurture a familiarity
that precedes trust.

3. A sense of caring. Sharing stories promotes
a closeness among individuals through sharing
details of one’s life and perceiving that others are
listening and interested.

4. Sets up care. Story-listening is a skill that
sets the stage for giving care, while story-telling
fosters trust that allows one to be cared for.

5. Provides an opportunity to ask for help. A
story can often provide clues to the listener as to
which emotions a person is struggling with and
how to help the person resolve those emotions.

But getting hospice patients to reveal intimate
details of their lives is not a simple task. It requires
the patient to trust the caregiver, not only to keep
confidence, but to receive favorably their efforts to
share. If the patient believes the story is of little
significance to the listener, the listener likely will
cause the patient to retreat, making future story-
telling more difficult.

Listening is a skill that could be improved in
many people. Fortunately, most people possess
the skills to become good listeners. According to
Thorsheim’s and Roberts’ book, aspects of good
listening include the following skills:

• Develop good eye contact. Look at the speaker
when he or she is sharing a life experience.

• Ask open questions. Ask for more details
through simple open-ended questions. For
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to share their stories can also
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example, ask, “Can you tell me more about
that?” Asking for more details adds weight to
the importance of the speaker’s story.

• Paraphrase what the speaker is saying. In
your own words, offer a quick summary of what
the speaker just told you. This shows the speaker
you are interested in their story and promotes
sharing of additional details.

• Reflect the speaker’s feelings. Saying some-
thing like “that must have made you happy,”
shows the speaker you understand the emotions
they experienced.

• Know when to keep quiet. Allow the
speaker to tell his or her story without interrup-
tion. For example, don’t start in with a story of
your own until the speaker has finished.

• Respect the speaker’s experience. Don’t
belittle what the speaker did just because you
would have done it differently.

• Concentrate on what the speaker is saying.
If you are going to find common ground with the
speaker, you will need to think about what is
being said. If necessary, ask questions that would
make the story more interesting. 

Prompting people to share their life experience
can be as easy as asking them to tell you a story
from their life, but often it takes a little more
planning and prompting, says Thorsheim. 

How to establish trust

One strategy involves asking the patient about
something specific that is likely to have signifi-
cance in his or her life. For example, if the patient
is a war veteran, ask where he or she served. If
there aren’t any obvious clues as to significant life
experiences, Thorsheim says caregivers can use
the patient’s surroundings and mementos for
topics of discussion.

Still, patients may be reluctant to open up.
Gaining trust is a hurdle hospice workers must
overcome. People often withhold trust because
they are unsure what will be done with the infor-
mation shared. They may be afraid that the lis-
tener won’t find the story interesting, or that the
listener will take a negative view of the story.

It’s not uncommon for hospice workers to
begin caring for a new patient who is reluctant to
offer more than short answers to workers’ ques-
tions. For example, a simple “how are you?” gar-
ners the response “okay” with little elaboration
on how the patient is actually feeling.

Thorsheim says it may be helpful if both
speaker and listener establish exactly what will

be discussed so the speaker will feel comfortable
and will not worry that he or she will share more
than the listener is willing to hear. For the hos-
pice worker trying to prompt the patient into
story-telling, Thorsheim says it’s important not
to probe too deeply too soon. He recommends
focusing on a picture or object on display in the
patient’s home, because it provides a safe bound-
ary between what is open for discussion and
what is too personal.

Practice listening skills

Hospice workers can engage in listening exer-
cises to improve their listening skills and become
more effective at getting patients to open up. 

As part of an interdisciplinary team meeting 
or an inservice program, Thorsheim says each
attending member should bring an object that has
a story behind it. Attendees should break up into
pairs and take turns telling their story. The exer-
cise begins with the listener asking the speaker
about the object. The speaker then responds with
a short answer that does not offer much detail,
simulating reluctance to open up.

“The person has two minutes to tell their
story, withholding information to prompt the lis-
tener to ask open questions,” says Thorsheim.
“It’s a powerful exercise. It promotes a level of
conversation that requires trust.”

The listener not only learns to ask more ques-
tions, paraphrasing when appropriate, but also to
concentrate on what the speaker is saying to keep
the conversation going. The exercise should last
about 20 minutes, with the two participants
switching roles afterwards.

Thorsheim adds that health care workers who
provide care in the home have an ideal opportu-
nity to encourage those isolated by their illness to
reminisce and look at their life as a whole, rather
than in the narrow context of their illness. 

“It feels good when people listen to us, express
their appreciation of us, are open with us, and
include us,” Thorsheim and Roberts wrote in
their book. “When this happens we have a sense
of well-being and a feeling that our life has mean-
ing. When we are asked to tell stories of our life
experiences and someone listens to us, we feel
empowered.”

[Editor’s note: I Remember When (Thorsheim H,
Roberts B. Forest Knolls, CA: Elder Books; 2000) is
available by mail through Elder Books, P.O Box 490,
Forest Knolls, CA 94933. The book costs $18.90.]  n
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Motivating volunteers 
during a capital campaign
Recruit and train, then inform and recognize them

By Dee Vandeventer and Justin Tolan 
Mathis, Earnest & Vandeventer
Cedar Falls, IA

Volunteers come in all shapes and sizes, but
their motivation generally fits into what

many fundraisers call the “rule of thirds.” One-
third of volunteers will go the extra mile, one-
third will do the minimum asked of them, and
the remaining one-third you may never see again
after the kick-off celebration. Being proactive
with volunteer management can help your cam-
paign go further down the road to success.

Motivating your volunteers during a capital
campaign begins long before they start asking
donors for money. It begins with recruitment.
Recruiting quality volunteers might be the most
important early step in any successful campaign.

When recruiting your volunteers, you want peo-
ple with passion for your hospice. Look for these
four qualities when seeking strong volunteers:

• genuine commitment to your organization;
• the belief that your organization is managing

the campaign wisely;
• generosity with their time and money;
• willingness to work.
Once you’ve recruited those volunteers, don’t

assume they will have the motivation to sustain
the duration of a campaign. Depending on the
amount of money your hospice needs to raise,
you may be asking them to retain their passion
for a full year or longer. The challenge is to keep
things fun and fresh.

Host a fun event for your volunteers. Show
your volunteers how exciting and eventful a cam-
paign can be. Create an early buzz surrounding
your campaign. Whether it’s a bowling party, a
picnic, or a formal dinner, just remember to make
it fun. Announce prizes for individual and team
winners, have teams compete against each other,
do whatever you need to do to encourage enthu-
siasm for the campaign. 

Lead by example. Show your volunteers just

how passionate you are about the campaign and
your cause. Do your job with enthusiasm and
passion to show them that you feel your mission
is very important.

Now the hard work begins. But that doesn’t
mean it can’t be enjoyable. Bring volunteers
together, making sure the session fits their sched-
ule, not just yours. Provide food and breaks as
needed. Don’t skimp on training time — it will
pay off in the long run. Allow plenty of time to
cover the materials, which includes rehearsing
and role-playing. You’ll want your volunteers
feeling confident about the campaign details and
in their ability to ask for gifts. In addition, engage
speakers who utilize audiovisuals and keep
things moving smoothly. Invite people who have
benefited from your hospice. Nothing kills moti-
vation faster than boredom. 

During the training session, make sure to out-
line the campaign goals and objectives clearly.
Provide volunteers with a time line and job
description. Have them complete a volunteer vita,
which includes their name, company name, home
and business addresses and phone numbers,
birthday, spouse’s name and employer, and affili-
ation with your hospice. Be honest and forthright
about the amount of time a project takes. Tell
them about the pitfalls along with the benefits. 

Thoroughly train volunteers and give them the
support they need. Make sure they understand
what you require of them. If you don’t care enough
about training your volunteers, your volunteers
won’t care enough about what they’re doing for
your organization. And if they don’t care, there is
no motivation. Set an example for your volunteers
by being enthusiastic. Remember, they are giving
of their time; they deserve your gratitude. 

People give to people. Peers give to peers, and
one of the most powerful tools your volunteers can
carry is the power of their own gift. Encourage your
volunteers to make their own gift first. The best
confidence-builder in fundraising is showing their
generous participation at the highest possible level. 

Once volunteers are trained and their
prospects assigned, stay in touch until all calls
are completed. It is important to keep communi-
cation lines open. Keep the fun alive in how you
continue to keep the campaign top-of-mind with
your volunteers. Send cards on their birthdays
(you’ll have those from the volunteer vita forms).
Call them. Nothing replaces that personal touch
for effectiveness.

Invite your volunteers to a mid-drive party
where you announce team and individual
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standings. Make it fun and casual; perhaps an
after-work get-together that’s easily accessible
to everyone. Group dynamics will rise to the
forefront at this party. Encourage them to share
ideas about their solicitation experiences.
Volunteers learn from each other. Some will
reveal their competitive juices.

In addition, keep your donors and volunteers
up to date. When you hit important benchmarks,
mail out cards or e-mail a note that lets everyone
know how well the campaign is going. This will
reassure all who have given time or money that
you are making considerable progress toward
your ultimate goal.

Think outside the box. Mail a confetti-laden
announcement when you reach the halfway
point. No matter what you do, keep everyone
informed and enthusiastic about how your cam-
paign is going.

Give credit to your volunteers. When they look
good, you look good and your hospice does, too.
Most importantly, they multiply your time and
talents. Publicize large or interesting gifts on your
web site and in local newspapers. This will not
only recognize donors and encourage additional
giving, but it also motivates volunteers to com-
plete their calls.

Create goals worth caring about

How do you get people to make ideas work?
You create a cause they care so much about that
they manage themselves to achieve its goals. This
can be applied to volunteers for your campaign.
If you’ve created a campaign they care so much
about and goals that are equally compelling, they
will manage themselves to achieve their goals
and the goals of the campaign.

When your campaign reaches its goal, celebrate
with your volunteers. Reward them with cam-
paign prizes, mementos, and a final celebration
extravaganza. Most importantly, though, thank
them, thank them, and then thank them again.

Ask your volunteers what they enjoyed about
the experience. Ask them about their training and
what was most helpful. Then listen. Their answers
will lay the groundwork for your next campaign.

[Editor’s note: Dee Vandeventer is president and
Justin Tolan is chief fundraising adviser of Mathis,
Earnest & Vandeventer, a marketing and fundraising
company. They can be reached via e-mail at dee@
MEandV.com or jtolan@MEandV.com, or by tele-
phone at (319) 268-9151.]  n

CMS proposes 
electronic filing

The Centers for Medicare and Medicaid
Services (CMS) has issued a proposed rule

that would require hospices and other organiza-
tions to file annual cost reports using a standard-
ized electronic format. The proposal appears in
the July 26, 2002, Federal Register, and would be
effective Dec. 31 for cost report filing periods
ending on or after that date.

There is, however, a waiver option if those
affected by the proposed rule can prove financial
hardship as a result of having to meet the new
guidelines. There will be a 60-day comment
period for the proposed rule, after which CMS
will review the comments and issue a final rule.

The rule would apply guidelines currently 
in place for skilled nursing facilities and home
health agencies to hospices, organ procurement
organizations, rural health clinics, federally quali-
fied health centers, community mental health
centers, and end-stage renal disease facilities.
One exception is that for the first two years of
implementation of the new rule, a hard copy of
the cost report must be submitted with the elec-
tronic cost report, CMS said. Over that two-year
period, the hard copy would continue to be the
official copy. 

The CMS said the move would be beneficial
because the cost reporting software for these
reports “will virtually eliminate computational
errors and substantially reduce preparation time.
Moreover, the use of cost reporting software will
save time whenever the provider needs to change
individual entries in a cost report.”
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Since 2000, CMS has required hospices to file
cost reports for the following cost centers in their
organizations:

General Services
Capital related - buildings and fixtures
Capital related - moveable equipment
Plant operations and maintenance
Transportation - staff
Volunteer services coordination
Administrative and general 

Inpatient Care Services
Inpatient - general care
Inpatient - physician services
Inpatient - respite care
Inpatient - physicians, respite care
Medical social services, inpatient

Visiting Services
Physician services
Nursing care
Speech therapy
Medical social services
Occupational therapy
Spiritual counseling
Dietary counseling
Other counseling
Home health aide
Homemakers
Other visiting services

Other Hospice Service Costs
Drugs and biologicals
Durable medical equipment/oxygen
Patient transportation
Imaging services
Lab and diagnostic
Medical supplies
Outpatient services, including emergency

room services
Infusion therapy
Radiation therapy
Other

Non-reimbursable Services
Bereavement program costs
Volunteer program costs
Fundraising 
Other program costs 

The report is expected to provide CMS with
information to help determine future reimburse-
ment. This information could be used to modify
payment rates, establish provider-specific payment
rates, set base years for determining future rates, be
used to stimulate future legislation, indicate spe-
cific provider problems to CMS, and more.  n

Nursing journal examines
pain management

The July 2002 issue of the American Journal of
Nursing examined the difficulty of managing

pain in terminally ill patients and the role nurses
can play in alleviating pain as their patients face
the end of life. 

The article, the second in a series on palliative
nursing care, addresses several areas of pain
management, including: pain assessment, the
principles regarding the use of analgesics, non-
verbal cues that may indicate pain, differentiating
pain from other symptoms, the use of sedation,
and related ethical issues. 
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For most terminally ill patients, pain relief is
possible, the article says. Yet pain remains a pri-
mary concern for many patients and their fami-
lies. Despite decades of efforts to improve pain
management, researchers continue to document
inadequate assessment of pain and unrelieved
pain in patients with a number of life-limiting
diseases. 

The article presents methods nurses can use to
help manage patients’ pain, including careful
assessment of nonverbal cues, the administration
of pharmacologic and nonpharmacologic treat-
ments, and when sedation should be considered
to provide comfort. 

The author of the article, Joan T. Panke, MA,
APRN is a palliative care nurse practitioner and 
is the executive director of the DC Partnership 
to Improve End-of-Life Care in Washington, DC.
She is also a curriculum consultant and faculty
and advisory board member on the End-of-Life
Nursing Education Consortium project. Betty R.
Ferrell, PhD, RN, FAAN, and Nessa Coyle, MS,
NP, FAAN, are the series editors. 

The article, titled “Difficulties in Managing
Pain at the End of Life,” can be viewed at www.
aacn.nche.edu/elnec/ajn.htm.   t

Drug prices rose 
dramatically — study

The prices of the 50 drugs prescribed most
often for senior citizens rose by nearly three

times the rate of inflation last year on average,
according to a report released by Families USA, 
a consumer advocate group based in Washington,
DC.

The study, titled “Bitter Pill,” analyzed price
increases for the 50 most commonly prescribed
drugs for seniors for the last year (January 2001
to January 2002), for the past five years, and for
the past 10 years. The report found that the prices
of nearly three-quarters (36 out of 50) of these
drugs rose at least 1.5 times the rate of inflation
last year, while more than one-third (18 of 50)
rose three or more times the rate of inflation. 

The Families USA report also compared price
increases of generic drugs vs. brand-name drugs.
The report showed that brand-name drug prices
rose 4.5 times faster than the rate of price increases
for generic drugs — 8.1% vs. 1.8%. 

Other highlights of the report include:
• 10 of the 50 most prescribed drugs for seniors

are generics. The average annual price for those
drugs was $375. Nine of those 10 drugs did not
increase in price at all. 

• The 40 brand-name drugs on the list had an
average annual price of $1,106 — three times that
of generics. All but three of the brand-name
drugs rose in price last year. 

A spokeswoman for the Pharmaceutical
Research and Manufacturers of America in
Washington, DC, disputed the report, saying that
Families USA was issuing “more misleading
statements to confuse the facts. . . . On the issue
of drug prices, Families USA ignores the fact the
retail prices of the same medicine can vary by
more than 100% within a few city blocks,” says
spokeswoman Jackie Cottrell.  n
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