
Hospice explores capitation, 
betting on lower hospitalization
Payer and hospice incentives agree on moving dying into the home

In the early 1990’s, a strange word was being whispered in hallways
and conference rooms of physician practices: capitation. At the time,
commercial insurers embarked on a campaign to give physicians the

risk — and the promise of greater profit — associated with financing
the health care costs of beneficiaries.

Instead of being paid on a fee-for-service basis, insurers proposed pay-
ing physician groups a predetermined amount of money per patient per
month to cover a set amount of patients, most of whom were unlikely to
set foot in the doctor’s office. That meant that every covered beneficiary
who didn’t come in for a visit represented money in the physicians’ pock-
ets. The only catch was to keep the costs of those patients who did come
in that month from exceeding the monthly payment. 

A decade later, the financing model that was supposed to sweep the
country never did, but a few large multispecialty practices still accept
capitation. The payment methodology didn’t catch on for a number of
reasons: the appearance that physicians would withhold care to keep
costs down; the lack of physician experience in managing risk; but
mostly because the physician-insurer and physician-patient relation-
ships operated according to diametrically opposed incentives. In short,
insurers wanted doctors to spend less, while patients demanded high-
cost care.

While capitation for physicians has gone the way of the Tickle Me
Elmo doll and the Rachel haircut, the fad hasn’t completely died out.
Hospices are now experimenting with capitation. The risky proposition
seems a sound choice for at least one reason: Both hospice and payer
incentives are aligned. Insurers don’t want to foot the cost of long-term
hospital stays for terminally ill patients. Similarly, the hospice philoso-
phy has always been to allow patients to die at home where they are
most comfortable, says Brad Stuart, MD, medical director of the Sutter
Visiting Nurse Association and Hospice in Emeryville, CA.
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Sutter VNA and Hospice is a large, established
home health and hospice provider in San
Francisco’s East Bay area, within the regional 
multisite nonprofit Sutter Health system. The 
hospice launched a program called CHOICES
(Comprehensive Home-based Options for
Informed Consent about End-stage Services), a
program of care coordination, patient/family edu-
cation, advanced care planning, and home-based
medical, psychosocial, and end-of-life care for
high-risk, medically unstable patients enrolled in
Medicare risk plans. Under the CHOICES project,
Sutter VNA collaborated with North American
Medical Management (NAMM) of Ontario, CA, 
a nationwide physician management group that
has many doctor members in the East Bay caring
for seniors enrolled on managed health plans.

While the hospice was able to succeed with its
program, Sutter hospice officials recently decided
to discontinue CHOICES following the retreat of
insurers from Medicare risk programs. As payers

abandoned Medicare risk plans, the number of
covered lives dwindled to a point where the
return was too low and the risk too high, Stuart
says. 

Most of the managed care organizations offer-
ing Medicare risk plans in the Bay Area have
since dropped Medicare+Choice, the Medicare
managed care program. NAMM’s enrollment of
such patients for medical services under capita-
tion shrank, choking CHOICES in the process.

Still, a lot can be learned from Sutter VNA’s
experience with capitation. Capitation allowed
Sutter to reach patients earlier with palliative
care, and it enabled more patients to die at home.

According to Sutter hospice, the CHOICES
program was able to provide palliative and end-
of-life care further up the continuum of care,
offering it concurrently with active treatment.
This meant a broader population of patients was
served, compared to those typically enrolled in
hospice. Patients with cardiac illnesses and other
chronic but terminal illnesses that carry uncertain
prognoses have always been tough referrals.
Through CHOICES, however, Sutter hospice was
able to treat more of these types of patients and
get them into hospice care sooner.

CHOICES served patients for a median of 260
days, much longer than the local median hospice
length of service of 21 days. Patients in the pro-
gram who ended up in hospice with short lengths
of stay already had the advantage of earlier pallia-
tive care. Pain was being addressed and advanced
care plans were in place. Crises and related hospi-
talizations were uncommon.

Fifty-nine percent of all patients enrolled 
in CHOICES died at home, a home death rate
much higher than the national rate of 22% and
Northern California’s rate of 26%.

It is important to note that the above observa-
tion illustrates the aligned incentives payers and
hospices have for end-of-life care. Both hospices
and payers favor patients dying at home, where
patients are comfortable and cost is far less than
terminal illness hospitalization. 

How it worked

While accepting capitation allowed Sutter hos-
pice to configure a program that provided the
opportunity to deliver care concurrent with treat-
ment and to reach patients sooner in the disease
process, there is a whole other side to success
under capitation. Hospices that are able to design
delivery models that improve quality of care but
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that don’t pay attention to details related to cost
are doomed to fail.

Capitation is rooted in holding providers
financially responsible for specific services. The
payer defines the group of beneficiaries, some-
times referred to as the covered lives, and pro-
poses a set fee for each covered life, known as
per member per month (PMPM) payment. For
example, 10,000 covered lives with a PMPM pay-
ment of $50 garners a total monthly payment of
$500,000. 

While the idea of depositing $500,000 into your
operating account each month seems tempting,
you need to know what the payer expects you 
to cover with that money: Routine hospice care?
All care related to hospice, including expensive,
high-tech care? What about the population itself?
Is it prone to more chronic and terminal illness
than average populations? These are all questions
that directly affect how much it will cost to pro-
vide the care the payer is putting the hospice at
risk of covering. 

Overutilization must be avoided

Avoiding overutilization is essential for
provider organizations to thrive — or even sur-
vive — on the PMPM rate that managed care
companies pay, says Stuart. For a senior popula-
tion with multiple chronic health conditions, that
means supporting patients in making treatment
choices reflecting their values and preferences
while preventing or responding quickly to medi-
cal crises.

“CHOICES was based in a Medicare+Choice
HMO setting,” Stuart says. “That was a fruitful
place to innovate, particularly in end-of-life
care, because capitated payment means that
financing incentives are aligned with better care
management to keep people out of the hospital.
Unfortunately, the future of Medicare+Choice
itself is uncertain. The health care market has
definitely changed.” 

What Sutter learned was that information is a
key component to understanding costs and being
able to fully understand the cost savings a hos-
pice is providing to a payer.

“The challenge for creative palliative care 
projects is to shake loose enough savings from
preventing hospitalizations and then persuade
whomever is paying for those hospitalizations
to pay for the preventive coordination instead,”
Stuart says. “The program could pay for itself 
by saving even a few hospitalizations.” 

However, amid mergers, changes of leader-
ship, and incompatible information systems, cost
accounting has proven difficult. The project’s
experience underscores the need to collect actual
health utilization data, rather than just claims
data.

The next generation of reimbursement

The remaining payers in Sutter’s market real-
ized that because hospice incentives are indeed
aligned, capitation was not needed to coerce hos-
pices to keep costs down by moving patients out
of the hospital and into their homes. 

The creators of CHOICES have consolidated
their experience in a new project called AIM
(Advanced Illness Management). The goal of
AIM is similar to CHOICES in that it offers pallia-
tive care services concurrent with treatment. The
difference is that staffing and services are deliv-
ered by home health workers, with hospice work-
ers acting as consultants until the time comes for
hospice referral. 

“In CHOICES, we provided what the patients
needed. We could do that and ignore some of
the ‘silos’ or artificial bureaucratic separations
between different categories of service and cov-
erage” because of capitated financing, Stuart
says. “CHOICES made it easy to operate outside
of the silos, but in AIM we’ll be consciously
operating within the silo of home health care.”

Stuart is exploring a Medicare waiver or
demonstration status to ease the impact of some
of the home health regulations that don’t
exactly fit AIM, including language related to
skilled nursing needs, evaluation, and home-
bound status. 

The CHOICES approach could be expanded
through better coordination with hospitals and
especially with emergency room staff, Stuart
notes. An integrated health care system could
view programs like CHOICES and AIM as a
worthwhile investment because home-based
transition management and palliative care pre-
vent unnecessary hospitalizations. 

For example, on average, elderly patients who
die at one of the nearest hospitals in the Sutter
system do so after 16 days in the hospital, and
their Medicare DRG payments on average cover
only about one-third of the hospital’s costs.

Identifying appropriate patients while not
bringing on too many too soon is key to the suc-
cess of this approach. The cost of managing and
monitoring chronically ill but stable patients, such
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as those who suffer from dementias or long-term
debilities, could become prohibitively expensive.
Stuart stresses that the financial viability of pro-
grams like CHOICES and AIM depends on identi-
fying and enrolling the highest-risk patients with
complex needs. 

“Transition management is for people who are
really sick,” he explains.  ■

How to minimize risk 
when taking on capitation
Success depends on knowing your costs

By Eric Resultan
Editor, Hospice Management Advisor

It has been said enough times that hospice has
been a reimbursement pioneer, one of the first

providers to receive payment that resembled cap-
itation. Sure, a per diem payment can be consid-
ered risky — often it seems the money paid is
barely enough to cover a day’s care. Yet, it is
hardly as prospective as capitation.

With per diem payments, you are assured pay-
ment for every day a patient is under your care.
No matter how many patients are admitted to
your hospice, a steady stream of revenue to pay
for their care continues to flow into your account.

Capitation, on the other hand, calls for a hos-
pice to make do with a lump sum — the per
member per month (PMPM) payment — each
month. That’s great, if you are responsible for
1,000 covered lives and only one patient is
admitted to your hospice this month. What if 50
patients were admitted in the same month, and
the PMPM is only enough to cover 40 patients?
That’s a scenario that hospices will have to con-
sider if they want to venture into the risky world
of capitation.

The simplest way to look at capitation is to use
gambling as an analogy. The provider is wager-
ing the PMPM payment. The bet is that the cost
of care will not exceed the amount wagered. The
return or loss on the wager is determined by the
profit or deficit at the end of the month.

Unlike casino gaming, however, the odds of
winning go up exponentially the more informed
and prepared a hospice is before it enters into

negotiations with the insurer to determine the
amount of the PMPM payment and what services
will be covered under the payment.

Some basic principles apply to preparing for
capitation:

• Know your costs.
• Know the population you will be expected to

cover.
• Implement strong case management.
• Pay attention to contract details.

Cost accounting

Ask yourself the following question: If I do not
know how much it costs to care for a patient over
the course of his or her stay, how do I know if the
money being paid prospectively is going to be
enough? The answer is that you won’t. At best, it
will be an educated guess, an assumption. And
we all know the cliché about what’s wrong with
making assumptions.

Hospice providers going into capitation must
know how much it costs to care for a dying
patient from a number of different angles, such as
average cost per patient and average cost per dis-
ease. More importantly, costs should be broken
down into units. For instance, a large chunk of
care comes from routine nursing care, so a hos-
pice should know what costs are associated with
routine nursing care. The same can be said about
every other aspect of a hospice’s core services.

Knowing costs provides a piece of the puzzle
that shapes your decision-making. During negoti-
ations, the managed care organization (MCO)
should describe which services are covered under
the capitation arrangement. If you know your
costs from a variety of perspectives, you will be
able to determine whether the services the MCO
is expecting you to cover fit comfortably within
the proposed PMPM payment.

Most hospices have a rudimentary knowledge
of cost accounting. The hospice cost report that
must be submitted to the Centers for Medicare &
Medicaid Services (CMS) is a starting point. To
do sophisticated cost accounting, hospices will
have invest in software and information systems
that can link utilization data with cost data.

Medicare risk programs will require a hospice
to cover a completely different population of
beneficiaries than a commercial payer. The dif-
ference between the two is obvious, and hospice
providers should expect more money to cover an
elderly population than a group of non-Medicare
beneficiaries.
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But understanding the risk associated with a
specific population does have its nuances. For
example, in commercial populations, under-
standing the ratio of men to women and break-
downs by age group can help develop a picture
of utilization. 

Once patients are admitted to a hospice, it is
important to have case managers keeping track
of quality and utilization. Case managers are the
link between providers, physicians, managed
care organizations, and families. Case managers
are both advocates and watchdogs. While they
should work to ensure protocols are followed,
they are not bean-counters. On the other hand,
they have to be vigilant to keep unnecessary
costs to a minimum. 

Pay attention to details

Although hospice and managed care organiza-
tions may have a good working relationship,
hospice providers must sweat out the details 
of contracting, understanding that a few outlier
patients can mean the difference between profit
and loss. Cooperation, respect, and the realiza-
tion that the success of one organization is
dependent on the success of the other is a start-
ing point, not the desired end. Hospices should
seek clauses in the contract that do one or more
of the following:

• seek fee-for-service arrangements for patients
identified as outliers;

• agree to a capitation rate that is tied to a lim-
ited number of service days;

• seek carve-outs for expensive therapies and
drug regimens;

• ask for quarterly review of utilization data to
adjust capitation rate.

Other aspects of a capitation contract include:
• Compensation.
A key element of any capitation contract is the

provider’s compensation for services. First, the
contract should clearly state how and when the
provider is to be paid. Similarly, the provider
should clearly understand the administrative
requirements of submitting claims and the timing
of receiving payment. For example, the time
period within which a provider must submit
claims must be clearly stated. 

Second, the particular forms used to submit
claims must be identified by name. Third, all
arrangements with regard to the coordination 
of benefits and late payments must be carefully
spelled out in the contract. 

Under a capitation arrangement, the provider
is compensated for covered services based upon 
a fixed payment. Unlike the discounted fee-for-
service or per case charge methods, capitation
arrangements typically present a heightened case
management or “gatekeeper” obligation and an
increased financial risk to the provider. 

Finally, some contracts involve “withhold
pools” that are funded by a deduction the MCO
takes from each payment to the provider. These
amounts are usually set aside in pools to pay for
inpatient care or other unanticipated patient-
related costs. The provider is at risk if the cost of
services rendered to covered lives is higher than
expected. When such costs exceed the MCO’s
budget, part or all of the withhold pool may be
forfeited by the provider. If the costs do not
exceed this ceiling, part or all of the withhold
pool may be returned to the provider at the close
of the fiscal year. 

• Termination.
Sometimes, no matter how well both sides

planned ahead, the arrangement just isn’t work-
ing. Worse, you’re losing money with every
passing month. You need to make sure the con-
tract allows your hospice to get out of the con-
tract as painlessly as possible. There are three
primary ways to terminate a contract prior to its
natural expiration at the end of the contract’s
term:

— The contract may be terminated by a mutual
agreement of the parties to the contract.

— The contract may be terminated “without
cause,” which allows either party to walk away
from the deal after the required notice has been
given to the other party. 

Although each of these methods allows the
parties flexibility in terminating the contract
before its completion, one or both of the parties
may be reluctant to include such provisions,
depending on how much the parties may depend
on one another for patients or services.

— The contract should allow either party to
terminate “with cause” in the event the other
party fails to comply with its promises and obli-
gations as set forth in the contract. A 30-day
“cure” period is often included to encourage the
parties to resolve a party’s breach or default prior
to a termination with cause. However, an auto-
matic termination provision may also be included
to address those situations when a party becomes
insolvent, is convicted of a health care crime, or
loses insurance coverage or a regulatory license
required by law. 



• Provider obligations.
A contract should state that the provider is not

obligated to provide any services under the con-
tract that it does not ordinarily and customarily
provide to its patients who are not members of
the contracting MCO. In addition, the parties
may want to consider adding an addendum to
the contract that specifically lists all services, or
types of services, that are covered by the MCO
and the plans. 

Finally, the hospice may want to add a para-
graph providing that if, in the future, the provider
elects to limit or discontinue certain services, the
provider may do so without penalty, provided
appropriate notice is given to the MCO according
to the contract’s terms.

(Eric Resultan, the Editor of Hospice Management
Advisor, has written extensively about health care
financing issues.)  ■

Assisted living offers
opportunities for growth
Large hospice, assisted living companies connect

By Larry Beresford

One million people now reside in America’s
20,000 assisted living facilities. Most of

them are frail and elderly, typically in their 80s,
and in need of supervision and support. A sig-
nificant number already are or eventually will
be sick enough to meet clinical criteria for hos-
pice eligibility.

Hospices have begun to provide care to resi-
dents of these facilities, most often in response 
to individual requests for service. But some
observers view this setting as poised for dramatic
hospice growth. As assisted living continues to
expand in response to an aging population and
its demand for less institutional alternatives to
nursing homes, there could be huge partnering
opportunities for hospices willing to learn the
field and aggressively promote collaboration.

Assisted living is another key piece of the puz-
zle of guaranteeing full hospice access to dying
Americans. There is also overwhelming support
among consumers for the rights of terminally 
ill residents to remain in these facilities and for
the role of hospices in helping residents achieve
that goal, according to the results of recent focus
group research.1

But in pursuing the opportunities, hospices
will need to educate themselves about the differ-
ences between the assisted living facility and 
the nursing home, its near neighbor on the con-
tinuum of institutional long-term care. Hospices
also must modify the approaches they have
developed for partnering with skilled nursing
facilities.

Wide differences now exist from state to state
in regulatory environments and requirements for
assisted living, with varying degrees of receptiv-
ity to hospice’s involvement in the facility. On
the other hand, the assisted living philosophy
emphasizes maximizing independence, dignity,
choice, and quality of life in a safe, comfortable,
homelike setting, suggesting obvious affinities
with the hospice philosophy of care.

What is assisted living?

An assisted living facility is a congregate resi-
dential setting that provides or coordinates hous-
ing, personal services, and care, including up to
24-hour on-site support and assistance, as well 
as recreational activities, health-related services,
and meals. Facilities may include private rooms,
suites, or apartments and opportunities for living
with roommates. Home health care and durable
medical equipment are examples of external part-
ners that routinely come into the facility to pro-
vide services to residents.

Assisted living facilities are not federally regu-
lated but may be registered, certified, or licensed
by relevant state agencies. Some state regulations
tend to discourage residents who become home-
bound, terminally ill, and unable to provide any
self-care from remaining in the facility. Historic-
ally, they would then be transferred to a higher
level of care, such as a skilled nursing facility
(SNF). In Florida, the regulations explicitly recog-
nize the role of hospice in supporting residents
who otherwise would no longer qualify for
assisted living because of their higher care needs.
Regulators in other states may grant the same
recognition informally, on a case-by-case basis.

In partnering with assisted living, the hospice
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enrolls qualifying, consenting terminally ill resi-
dents onto the hospice benefit and cares for them
as if they were living in their own homes. The
facility, which most often is paid privately by the
resident, continues to provide its supportive ser-
vices, but typically at a lower level of professional
supervision than would be expected in a SNF. The
hospice may be held accountable for ensuring that
enrolled residents are receiving the care they need.
Hospice and assisted living staff need to clarify
their respective roles and work together collabora-
tively, but the relationship can be conducted on a
less formal basis than hospice-SNF partnerships. It
may not even require a written contract.

“There is a wonderful synergy between assisted
living and hospice,” notes Sherrill Garvey, senior
vice president of residential care for Sunrise
Senior Living in McLean, VA, the country’s largest
chain of assisted living facilities. Current interest
in the hospice relationship reflects a growing
focus in the field on living and dying “in place”
when that is preferred by the elderly resident. 
In November, Sunrise announced a hospice pre-
ferred provider agreement with Vitas Healthcare
Corp. of Miami, the country’s largest provider 
of hospice care.

The agreement with Vitas is designed to
enhance access to hospice care for residents and
families who choose this option and to encourage
joint development of best practices for hospice
care in the assisted living facility. But it is just the
beginning of a larger emphasis on hospice for
Sunrise, which operates more than 340 assisted
living facilities with 40,000 beds in 34 states.

The company recently hired a national director
of hospice care. Its hospice partnerships have
three main components: 

• education of Sunrise facility teams;
• communication;
• outcomes measurement.
In its locales where Vitas does not operate,

Sunrise will develop a network of other preferred
hospice providers willing to commit to the com-
pany’s proprietary standards of best hospice
practice and to collect and submit quality out-
comes data.

The Vitas-Sunrise agreement is the most
explicit example of a hospice-assisted living part-
nership on a large scale. In most communities,
the involvement of hospices in caring for assisted
living residents happens at the request of the ter-
minally ill resident or his/her family. However,
there are signs that this may be just the tip of an
emerging iceberg.

Emeritus Assisted Living of Seattle, another
large national chain with 180 facilities in 33 states,
is “primed to join with hospice,” says Wendy
McKenna, director of wellness services for
Emeritus. “Hospice is big in our business plans,
and hospice partnerships are a high priority. Our
residents have told us that. Our company believes
in great partnerships. Some of the supportive
things that come from hospice are real perks, like
grief counseling for our staff.”

Although Emeritus has not yet developed pre-
ferred provider relationships with hospices, that
could be a future direction, McKenna says. What
has emerged so far are close working relation-
ships at the local level, where hospice team mem-
bers make a point of checking in with facility staff
whenever they visit the resident. Emeritus also
confirms the licensure of the hospice and its pro-
fessional staff who visit the facility on the resi-
dent’s behalf and asks them to write progress
notes for inclusion in its medical charts on
patients.

Vitas recently developed educational materials
for consumers and facilities. VistaCare, a large
hospice chain based in Scottsdale, AZ, also sees
important partnering opportunities, says CEO
Richard Slager, who in a previous job ran an
assisted living company. 

“We’re working with assisted living facilities
in all of our communities. The regulations don’t
require a contractual relationship, but we do 
try to establish a preferred relationship. We see
this field as a great opportunity, and if I were an
operator of an assisted living facility, I’d also see
it as a tremendous opportunity,” Slager says. 

How to make partnerships work

Experts in the field encourage hospices to
seize the initiative in making contact, establish-
ing partnerships, and working with facility oper-
ators and the relevant state agencies to address
regulatory concerns. “Where relationships have
flourished is where the hospice does active out-
reach to facility staff, for example, by offering to
provide educational presentations and helping 
to relieve their anxieties about residents dying in
place,” McKenna says.

Even when the facility’s administrator is sold
on the concept, other staff members may have
their own fears and concerns that need to be dis-
pelled with education about hospice philosophy
and services. Education can clarify that hospice
isn’t just for the final few days of life and that its
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involvement can minimize the need for hospital-
ization and discharge of long-standing residents
when they become terminally ill.

Hospices need to talk through the barriers and
concerns of facility staff, says VistaCare’s Carla
Hughes. “You have to ask the right questions to
find out the facility’s concerns and to help the
operator have an ‘A-ha!’ moment.” Because the
differences are so great among states and among
individual facilities, the hospice needs to tailor its
approach and its care plan to each facility, she
adds. Also crucial are the willingness to provide
continuous care when needed, prompt on-call
response, home visits by the hospice physician,
and grief support groups.

For Vitas, the involvement in assisted living
facilities varies among communities. Its program
in Broward County, FL, now has three full-time
interdisciplinary teams covering assisted living,
says Dierdre Lawe, executive vice president for
strategic development for Vitas. “I give a lot of
credit to a couple of our staff who really champi-
oned it,” she notes.

“In states where we’re providing this service,
we try to make sure we understand the regula-
tions and meet them. A good hospice has to focus
on the psychosocial-bereavement needs of the
facility’s staff. That’s part of what we built into
our agreement with Sunrise,” Lawe says.

Assisted living is also getting attention in
Congress, where in 2001 the Senate Special
Committee on Aging, in response to quality con-
cerns, convened the stakeholders and charged
them with developing guidelines for ensuring
quality of care for all assisted living residents.
Draft recommendations by the Assisted Living
Workgroup (www.aahsa.org/alw.htm) will be
submitted to Congress in late April, specifically
recommending that “when a terminally ill resi-
dent is receiving hospice care, transfer from an
assisted living residence may not be required if
the needs are being met.” 

For more information on assisted living, con-
tact the Assisted Living Federation of America,
11200 Maples Mill Road, Suite 150, Fairfax, VA
22030. Telephone: (703) 691-8100. Web site: www.
alfa.org.
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Traumatic death requires
different set of responses
Hospice can play a role, but beware of differences

As the United States prepared for war in Iraq,
a nation caught glimpses of soldiers bid-

ding goodbye to their families, and it collec-
tively prayed for their safe return. But the reality
of war is that men and women far too young to
die do just that, leaving behind grief-stricken
families to pick up what is left of their lives and
carry on.

As U.S. troops made their way to Baghdad,
news of scattered casualties dominated evening
newscasts. Such reports serve as a reminder to
hospices, especially those near military installa-
tions that have deployed service members to Iraq,
of the potential for widespread community grief
as a result of military casualties. Even the death
of a single soldier represents an opportunity for
hospices to reach out and lend their expertise in
bereavement care.

Recognizing its community responsibilities,
San Diego Hospice, which is located close to a
naval base in Coronado and a Marine base at
Camp Pendleton, held a teleconference on trau-
matic grief last April as away of educating orga-
nizations and professionals on public tragedy
and how participants can support their commu-
nities and help those dealing with a traumatic
loss, says Melissa DelaCalzada, a spokeswoman
for the hospice. 

As Birgit Lisanti, RN, executive director of
Pennyroyal Hospice in Hopkinsville, KY, watches
the war news unfold, she is aware of the need to
prepare traumatic grief programs. The small hos-
pice in rural southern Kentucky is located near
Fort Campbell, the home of the 101st Airborne
Division, whose members were sent to both
Afghanistan and Iraq.

“Our big concern is children,” says Lisanti,
“because there isn’t anything for them to help
them deal with grief.”

While well-intentioned hospices will address
their communities’ needs, they must first accept
the principle that bereavement care for hospice
families is not the same as that of families who
have lost loved ones in a traumatic manner.

In community crisis situations and individual
cases of traumatic death, hospices need to
address the following points to be effective:
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• the need to partner with community groups
in anticipation of catastrophic community events;

• the need for ongoing training specific to
traumatic death, such as post-traumatic stress
syndrome;

• the importance of victims sharing their sto-
ries with one another in group sessions. 

Experiences of community tragedy, such as
school shootings and the events of Sept. 11, 2001,
point to the eagerness of community organiza-
tions and volunteers to offer their help, but they
also highlight the difficulty hospices have in inte-
grating their services with those provided by oth-
ers, especially organizations most affected by the
tragedy. 

The experiences of hospices in Washington
D.C. and New York in the aftermath of 9/11 has
taught hospice leaders to have systems, policies,
and partnerships in place prior to any commu-
nity catastrophe.

Help grieving patients do the necessary work

While there is a need for training outside
bereavement care for anticipated deaths, experts
say there are themes that can be applied in trau-
matic death situations. Most hospice programs
approach bereavement care by applying a set of
goals laid out in a bereavement care plan. These
goals may call for bereavement professionals to
help grieving patients perform the following
tasks: 

• express all their feelings over this loss:
anguish, longing, relief, anger, depression,
numbness, despair, aching, guilt, confusion, 
and often unbearable pain;

• let the nonnegotiable and excruciating reality
sink in that they will never again be in the physi-
cal presence of their deceased loved one;

• review their relationship with the deceased
from the beginning and see the positive and neg-
ative aspects of the person and the relationship;

• identify and heal their unresolved issues and
regrets;

• explore the changes in their family and other
relationships;

• integrate all the changes into a new sense of
themselves and take on healthy new ways of being
in the world without the deceased;

• form a healthy new inner relationship with
this person and find new ways of relating to him
or her. 

Off all the differences between the two types 
of grief, time is perhaps the most significant.

Families being cared for under hospice while
they prepare for the death of a loved one from 
a terminal illness have the opportunity to pre-
pare for the impending death, which helps to
soften the blow. While everyone is different, the
bereavement process can last one to two years. 
In traumatic situations, that time period could
extend well beyond two years. Hospices must be
sure they have the resources for sustained treat-
ment programs.

In traditional hospice situations, those suffer-
ing from grief are provided the following services
over a one- or two-year period:

• Group-oriented bereavement counseling.
Isolation and guilt are among the emotions the
bereaved endure. Group counseling provides the
understanding and support from others that may
be missing. In addition, the support of those who
have gone through the same process can help
those grieving the loss of a loved one understand
their own emotions.

• Individual grief counseling. While group
counseling is perhaps an efficient way to counsel
more than one grieving person, many require
individual counseling to deal with the emotions
surrounding their grief.

• Community services. Nonprofit survivors’
support groups exist in many communities.
Hospices should be aware of the services avail-
able in their area.

Don’t mix traumatic loss patients with others

For the most part, the same services are pro-
vided to traumatic grief patients. However, hos-
pices must be aware of the subtle and not-so-subtle
differences that come into play. For example, group
counseling should not integrate traumatic loss
patients with those whose loved ones died during
hospice care. Traumatic loss patients often have a
more profound story to tell that may cause others
in the group to trivialize their own loss.

Additional tips include:
— Work on coping strategies from the begin-

ning of treatment.
— In cases of newsworthy events, protect

patients from gratuitous coverage and teach
them how to cope in those situations, including
knowing when to turn the television off.

— Set up a private ritual on the anniversary of
their loved one’s death and the days leading up
to the anniversary. Try to surround them with
people who support them, and insulate them
from other distractions.
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— Be aware of other significant dates that can
send them into an emotional spiral.

In many ways, there isn’t a great difference in
treating expected grief and traumatic grief. But
where there are differences, experts agree, having
expertise can prove critical. Keep this in mind: 
It is easy to believe that the two types of deaths
have parallels, but losing someone to cancer or
some other disease is like getting punched in the
gut; losing someone under traumatic circum-
stances is like getting punched in the gut and not
seeing it coming.  ■

Communication, activities
help dementia patients
Staff training improves satisfaction as well as care

The challenges of caring for a patient with
dementia differ from patient to patient

because the symptoms vary greatly among
patients. There are, however, ways to communi-
cate and methods to employ that enable patients
to retain or enhance abilities and experience less
agitation.

“First, we need to remember that dementia is 
a cluster of symptoms, not just one disease,” says
Nancy Ledoux, MDiv, chaplain at Hospice Care
in Stoneham, MA. 

Dementia is characterized by memory loss,
confusion, and impaired judgment, and can 
be caused by a multitude of illnesses such as
Parkinson’s disease, multiple strokes, and
Huntington’s disease, she says. “Of course, the
greatest cause of dementia is Alzheimer’s dis-
ease, which accounts for 75% of all dementias,”
she adds.

Because depression and certain medications
can increase confusion in patients, be sure to
evaluate the patient’s medications and emo-
tional state before assuming all of the symp-
toms are attributable to dementia, Ledoux says.
Sometimes, minor changes in medication can
improve patients’ cognitive function, she adds.

“Although memory deficit is a hallmark of
dementia, I don’t believe it is the main chal-
lenge we face in caring for patients,” says Jan
McGillick, MA, senior director of education
and outreach for the Alzheimer’s Association 
of St. Louis. The greatest challenge is learning

to communicate in a manner that doesn’t upset
or further disorient the patient, she says.

Ledoux agrees. “You have to recognize that the
patient has lost some of the capacity for reason-
ing and communicating that we take for granted.
We have to figure out how to communicate in a
manner that makes sense to them.

“It’s important to relate to a dementia patient
on an emotional level,” she points out. “Approach
the patient in a happy manner. Even if you’re hav-
ing a bad day, don’t let the patient see that you’re
worried or distracted.” The content of your greet-
ing and conversation is less important than the
tone of voice and body language you display, 
she adds.

For example, move slowly and smile, Ledoux
suggests. “Always introduce yourself and
schmooze a little before taking out the stetho-
scope. You can comment on the weather or talk
about a photograph on a nearby table,” she says. 

“Even after you begin taking vital signs, go
slowly and explain exactly what is going to hap-
pen. I know one nurse who places the stetho-
scope on her chest first to show the patient what
she is going to do,” she explains.

“Plan extra time with a dementia patient,”
says Ledoux. If you can take time to keep the
encounter calm and nonthreatening, the patient
will benefit throughout the entire day, she says.
“Even if the patient cannot remember what you
discussed or what you did, the patient will
remember the calm, reassuring environment 
you created.

“You need to stop what you’re doing if you
notice the patient becoming agitated. Tell the
patient that you’re sorry and didn’t mean to
upset anyone, and then say that we’ll just do
this another time,” she suggests.

Health care workers who visit patients at home
have an opportunity to make a big difference in a
dementia patient’s condition, says Kathy Kaiser,
RN, BSN, administrator of Menorah Park Home
Health Care Services in Beachwood, OH.

A research program that has studied the effect
of Montessori-based activities on nursing home
patients with memory loss was expanded into the
home health arena last year. The research is being
conducted with Menorah Park home health aides
and patients by the Beachwood, OH-based Myers
Research Institute, with a grant from the Wolf
Family Foundation in London, Ontario. 

“We found a 10% increase in a patient’s plea-
sure and a 20% increase in constructive engage-
ment when Montessori-based activities are used
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during an aide’s time with the patient,” Kaiser
says. 

At the same time, there was a 3% decrease 
in patient anxiety. The decrease in anxiety is
attributable both to the patient’s involvement in
an activity and the ability of the aide to cope bet-
ter with dementia patients as a result of the train-
ing aides receive in the program, she adds.

Because the Montessori method is based on
teaching skills in a sequential manner, with each
component of the activity practiced one compo-
nent at a time, the activity can be as simple or as
complex as the patient can handle, Kaiser says. 

All of the activities are designed to improve
the patient’s ability to handle normal activities of
daily living, even if at first glance the activities
don’t seem to relate to actions such as buttoning
shirts, says Gregg Gorzelle, research analyst and
project manager for the Montessori program. For
example, activities such as stringing beads, lac-
ing, and cutting paper promote use of fine motor
skills that can translate to buttoning a blouse.

One of the most beneficial aspects of incorpo-
rating these activities into an aide’s interaction
with the patient is the social aspect of the aide’s
time with the patient, Kaiser says. “Our research
shows that the patient is more engaged and less
agitated when the aide spends time interacting
with the patient,” she adds.

The interaction needs to be nonthreatening in
tone and geared toward the patient’s abilities,
McGillick points out. You also should speak pre-
cisely, she adds. 

“Don’t use pronouns or abstract words. [For
example, say] ‘Your husband gets home at 4
p.m.,’ rather than ‘He gets home later,’” she says. 

Avoid asking questions that make the patient
feel as if he or she must make a decision, McGillick
suggests. “Rather than asking the patient if he or
she thinks it’s a good day to take a walk, just state
that it is a good day to take a walk,” she says. 

Scrapbooks or coffee-table books with big pic-
tures can be good conversation stimulators, she
says. Memory books in which the aide helps the
patient create a scrapbook of his or her life also
are helpful. “Ask the family for basic information
to get started, and then add to the story with the

help of the patient.” 
By talking with the patient about memories of

parents, childhood events, spouse, and children,
the aide can engage the patient in a pleasant
activity that keeps the patient engaged, McGillick
adds.

Questions asked during this conversation
should be phrased to elicit more than yes-or-no
answers, she points out. For example, ask, “How
did you meet your husband?” rather than, “Did
you meet your husband at a friend’s house?”

At Menorah Park Home Health Care, aides who
are chosen for the program attend four one-hour
training sessions where they learn about basic
dementia-care topics, coping skills, Montessori
methods, and hands-on applications, Gorzelle
says. Aides with special dementia-care training
receive additional pay as part of their advance-
ment on their career ladder, he says. 

Kaiser includes employee longevity as a pro-
gram criterion because the agency is investing
time and money to train the aide and wants to
make sure the aide stays for a while.

At this time, Menorah Park is offering the
program only to private-duty patients, and there
is no charge, Kaiser says. “We are looking at a
charge structure that might be $1 to $3 more per
hour,” she says.  ■

Report discusses changes
to improve EOL care
Limited resources must be targeted appropriately

Anew report, “Financing End-of-Life Care:
Challenges for an Aging Population,”

explores key end-of-life issues, including chang-
ing financial incentives to treat disease aggres-
sively at end of life.
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The report outlines the current public and pri-
vate financing systems for end-of-life care and
suggests ways that these systems could be
updated and improved. For example, it discusses
how to build on the success of the 20-year-old
Medicare hospice benefit. The report also sug-
gests that the financial incentives for hospitals
and physicians related to end-of-life care be redi-
rected away from aggressive inpatient medicine
and toward rewards for providing palliative care
and consultative services outside the acute care
setting.

“Integrating the major end-of-life funding
sources may offer at least one solution for pro-
viding comprehensive, cost-efficient, high-qual-
ity care,” says Bonnie J. Austin, JD, coauthor 
of the report. “Policy intervention is needed 
to ensure that limited resources are targeted
appropriately.”  ▼

Restricting pain meds 
can increase costs
Rates of hospitalization, surgery went up

Restricting access to long-acting pain medica-
tions can actually increase overall Medicaid

costs rather than bring a decrease, according to
the findings of a study conducted for the U.S.
National Foundation of Women Legislators.

Presenting the findings in Florida, State Rep.
Gayle Harrell warned that “with states from
Florida to California struggling with historic bud-
get constraints, it is critical that we consider the
negative impact of limiting access to important
pain medications.”

“It doesn’t make sense for us to limit access to
prescription drugs that can help a patient avoid
more costly medical procedures,” she added.

The study used claims data from a random
sample of 680,000 Medicaid prescribed drug
recipients to determine the occurrence and medi-
cal status of patients being treated with opioid
medications. It found that patients using long-
acting opioid medications had already failed on
at least two short-acting pain drugs and suffered
from almost twice the number of ailments of
patients taking short-acting opioids. 

The data indicate that restricting access to long-
acting opioids can result in patients increasing
their utilization of other, more expensive medical

services, such as hospitalization and even surgery.
The study also found that Hispanic patients

made up 49% of the prescribed drug population
but represented only 6% of those receiving long-
acting opioid medications. While these patients
were not compared for severity of illness, the
data do indicate a possible bias against using
long-acting opioid medications with patients of
Hispanic descent, the researchers note.

Missouri State Rep. Linda Bartelsmeyer called
on the Florida legislature to enact a resolution to
study exactly what the impact of limiting access
to proper pain management would be, both for
patients and for the state’s Medicaid budget.
“We believe these issues could best be addressed
by the creation of a Florida Pain Commission
Advisory Board, comprised of patients, physi-
cians, and pain management advocates,” she
said.  ■
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