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Noncancer diagnoses make 
length of service hard to predict
Average LOS increases while median LOS decreases

The typical hospice patient has changed over the years, primarily
due to the increase in noncancer patients admitted to hospice. 
NHPCO Facts and Figures: Hospice Care in America, a report issued

by the National Hospice and Palliative Care Organization (NHPCO),
shows that noncancer diagnoses account for 58.7% of patients in 2007, 
a 2.8% increase over the previous year. It also shows that the average
length of service (LOS) increased by almost 13%, to 67.4 days. At the
same time, 30.8% of patients died within seven days or less of admis-
sion to hospice.

The number of patients dying in such a short time affected the median
length of service (50th percentile), points out Stephen R. Connor PhD,

NOW AVAILABLE ONLINE: www.ahcmedia.com/online.html
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The typical hospice patient in the 1990s was a cancer patient who was in
hospice care for about 40 days. Today, patients have a wide range of diag-
noses and are in hospice care for an average length of 67.4 days, according
to NHPCO Facts and Figures: Hospice Care in America. At the same time,
the median length of service (50th percentile) shortened from 20.6 days in
2006 to 20 days in 2007.
• The prognoses for heart and lung diseases are harder to predict than for

cancer, so physicians are not referring patients to hospice as early.
• Staffing challenges for hospice managers include providing a mix of patients

with different lengths of service so that employees don’t deal with patients
dying every day.

• Hospice patients also are older (36.6% over age 85), which means that
staff have to handle multiple chronic conditions in addition to family issues
that don’t exist for younger patients.
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vice president of research and international devel-
opment for NHPCO. “In 2006, the median length
of stay was 20.6 days and, in 2007, the median
dropped to 20 days,” he says. “There is more
volatility in the LOS for noncancer diagnoses
because it is harder to predict the prognosis for
diseases such as heart disease, lung disease, and
dementia than it is for cancer,” Connor admits. 

In the 1990s, average hospice LOS was in the
40s, he says. This length of service was the result of
strict Medicare guidelines that were relaxed later to
enable admission of noncancer patients with less
predictable prognoses, Connor adds. “Now, the
pendulum has swung the other way with hospices
that have patients living longer in hospice care,” he
says. The increased length of service for some
patients causes problems for some hospices as they
hit the cap on their Medicare reimbursement limits,
Connor points out. (See “As more hospices hit

Medicare cap, legislation calls for a moratorium,”
Hospice Management Advisor, May 2008, p. 49.)

Although NHPCO’s report combines data
from hospitals based at or affiliated with hospi-
tals and home health with those from freestand-
ing, private hospices, there is a difference in the
two types of organizations, says Connor. “The
greatest increase in average LOS occurs in free-
standing hospices,” he points out. “These hos-
pices may be better at outreach and at educating
referral sources to admit patients to hospice ear-
lier than hospital-based organizations.” This does
place freestanding hospices at greater risk of
reaching the Medicare cap if they don’t watch
their mix of patients, Connor adds.

The mix of long- and very short-term patients
does present challenges for hospices, admits
Gretchen M. Brown MSW, president and CEO of
the Hospice of the Bluegrass in Lexington, KY, and
chairperson of the NHPCO board of directors.
“The greatest use of hospice resources occurs dur-
ing the first few weeks of any patient’s admission,”
Brown points out. Every member of the team must
visit to perform assessments of the patient and
family needs, so visits are made by nurses, social
workers, chaplains, and volunteers at the time of
admission in order to prepare a plan of care, she
explains. Staff, equipment, and supply costs are
highest immediately after a patient’s admission,
Brown points out. 

Lengthy LOS requires recertification

Longer-term patients present different chal-
lenges, says Brown. 

“Recertification after the initial 90-day period
requires additional nursing visits and time for
assessments,” she points out. 

If the patient is in a nursing home, there usu-
ally is less need for changes in medications or
durable medical equipment throughout the
patient’s care until the nurse notices a decline,
Brown says. Once the patient begins to decline,
there is a need for more intense care with on-call
visits, changes in medical equipment such as oxy-
gen, and changes in medication for pain or other
symptoms, she says. 

Ideally, a patient is with hospice for one to
three months, Connor says. Not only does that
time frame enable the hospice team to give the
best care to the patient, but it also gives hospice
staff a chance to prepare the family for the
patient’s death, he says. 

“A mix of long-term and short-term patients is
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important for many reasons,” says Brown. The
most important reason is the emotional health of
staff members, she admits. “If you have a mix of
patients, staff members don’t have to deal with
death every day,” Brown points out. “In our
agency, about 10% of our patients die in the first
week of admission, about 50% are with us for one
month, and the remaining patients receive service
longer,” she says. Staffing teams are assigned a
mix of patients whose anticipated lengths of serv-
ice differ to give them a chance to develop rela-
tionships with longer-term patients, Brown says. 

If possible, staff members also should have a 
mix of diagnoses and ages, suggests Brown. Older
patients have different needs than younger patients,
and patients with multiple chronic conditions have
more needs than patients with a single diagnosis,
she points out. (See story on older patients, right.)

Predicting length of service is difficult because
physicians are not as good at predicting how long
the patient will live as they used to be, Connor
says. Although it is more complicated to develop a
prognosis for a noncancer patient, it can be done,
he says. He suggests that physicians look at each
patient as an individual and answer the question,
“Will you be surprised if this patient is gone in six
months?” He adds, “Physicians don’t have to be
100% accurate in their assessment. If they are 85 or

90% accurate, we’ll be making sure that patients
are admitted to hospice at the right point to ensure
the highest level of care and support.”  ■

Hospice nurses managing 
chronic disease symptoms
Patients over age 85 present new challenges

As the U.S. population ages, it makes sense 
that hospice patients will be older as well.

Results of the hospice data collected by the
National Hospice and Palliative Care Organization
(NHPCO) show a 3.4% increase in patients older
than age 85 between 2006 and 2007, with 36.6% of
all hospice patients older than age 85.

“My hospice has seen increasingly older
patients,” says Gretchen M. Brown, MSW, presi-
dent and CEO of the Hospice of the Bluegrass in
Lexington, KY, and chairwoman of the NHPCO
board of directors. “About one-third of our
patients are age 80 and over,” she says. 

“Older patients will often require more support
from the hospice,” says Brown. Older patients
often have one or more chronic diseases in addi-
tion to the diagnosis that makes them eligible for
hospice, so nurses must be attuned to managing
symptoms of multiple conditions, she says. 

Caregiving is another area that presents special
problems in the older patient, says Brown. “A 90-
year-old patient may have a 90-year-old spouse
and a 70-year-old daughter, neither of whom can
provide all of the care needed for the patient,”
she explains. In this situation, Brown’s staff often
work with the family to find alternative care such
as a nursing home, she says.

Nursing homes have affected the age of hospice
patients, says Brown. “We have an increasing num-
ber of referrals from nursing homes,” she says. 

As this trend has increased, Brown’s agency set
up a team to see only nursing home patients. “The
needs of a nursing home patient are similar to a
homebound patient, but they are cared for by pro-
fessionals throughout the day rather than family
members,” she says. 

Setting up a specialized team was done to
make sure that hospice staff visiting the nursing
home patients understood nursing home regula-
tions that might affect who is responsible for dif-
ferent care activities, Brown says. “Having staff
members that understand nursing home staff
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Need More Information?

For more information about hospice length of service,
contact:
☎ Gretchen M. Brown, MSW, President and Chief

Executive Officer, Hospice of the Bluegrass, 2312
Alexandria Drive, Lexington, KY 40504. Telephone:
(800) 876-6005 or (859) 276-5344. Fax: (859)
223-0490. E-mail: gbrown@hospicebg.org.

☎ Stephen R. Connor, PhD, Vice President of
Research and International Development, National
Hospice and Palliative Care Organization, 1731
King St., Suite 100, Alexandria, VA 22314.
Telephone: (703) 837-1500. E-mail: sconnor@
nhpco.org.

To see a free full copy of the National Hospice and
Palliative Care Organization report, NHPCO Facts
and Figures: Hospice Care in America, go to www.
nhpco.org. On the left navigational bar, select “What’s
New.” Select “Research” and select “NHPCO’s Facts &
Figures on Hospice.” 



members’ responsibilities improves communica-
tions between all caregivers,” she says. (See
“Hospice and long-term partnerships work well
with attention to details,” Hospice Management
Advisor, March 2008, p. 25.) ■

Fill gaps in care: Partner 
with nonmedical agency 
Look for one that has same goals, provides education

Hospice managers admit that the most reli-
able referral network is comprised of rela-

tionships developed with other providers in the
community who can recommend hospice to
appropriate patients. For this reason, hospices
frequently develop relationships with hospitals,
physician practices, home health agencies, and
nursing homes. 

Another ideal partnership that many hospices
have discovered is with nonmedical caregiver
agencies in the community.

“Frequently, our patients and families need 
care at a higher level than we can provide under
Medicare rules, so we partner with a nonmedical
caregiving agency that can provide staff support to
the family,” says Deborah Eby, executive director
of VistaCare, a hospice in Reno, NV. “We chose to
develop specific partnerships, so we are comfort-
able recommending another agency,” she says. 

A partnership, rather than just offering fami-
lies a list of local nonmedical agencies, gives hos-
pice managers an opportunity to make sure the

nonmedical agency’s philosophies and goals 
are in sync with the hospice’s philosophies and
goals, she explains. “We know the quality of care
provided by the other agency, and we can edu-
cate the other staff about the differences in caring
for a hospice patient compared to nonhospice
patients,” Eby says. Those differences include
dealing with the emotional needs of patients 
and families, as well as the side effects of pain
medications that hospice patients may take, she
explains. “We are also able to develop a way to
communicate between the two staffs so that our
nurses and their aides stay up-to-date on the
patient’s condition,” she adds.

Education is important, even for the manager of
the nonmedical agency, admits Laurie Hamilton,
franchise owner of Home Instead Senior Care in
Harrisburg, PA. “I had always assumed that hos-
pice volunteers stayed with families all day long,
so I was surprised to learn that was not the case,”
she says. “Being able to offer nonmedical caregiver
support at times when the hospice staff and volun-
teers were not present made partnerships between
my agency and local hospices a perfect fit.”

The nonmedical agency manager and staff do
have to commit to additional training to care for
hospice patients, points out Hamilton. “My staff
members who provide care to hospice patients
have learned how to care for a patient as he or
she declines,” she says. “They have also learned
how to interact with the family and how to
enhance the services provided by the hospice
nurse and staff.” (See story on p. 17 for more
information about training.)

A nonmedical agency can enhance services to
the family by providing extra support with the
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Hospice care for a family member puts a strain on all
families, but being able to offer a nonmedical sup-
port option to fill the gaps of care in Medicare hos-
pice coverage is one way hospices can help families
meet their goal of keeping the patient at home.
• Look for nonmedical agencies with the same

goals and philosophies as your hospice.
• Be sure the quality of care provided is high, and

provide training to the nonmedical caregivers to
prepare them to care for hospice patients.

• Establish open lines of communication and meth-
ods to communicate so that nonmedical and hos-
pice staff can stay up-to-date on the patient’s
condition.

E X E C U T I V E  S U M M A R Y

Tips for Partnership 
with Nonmedical Agency

• Make sure the agency employs its own staff
members as opposed to contract employees.
This is necessary for the nonmedical agency 
to insure and bond their staff members.

• Check out the reputation of the agency in the
community. Do they do what they say they do?

• Look for agencies that provide coverage 24
hours a day, seven days a week.

• Be sure you can always reach someone within
the agency who you know and trust.

Source: Laurie Hamilton, Home Instead Senior Care, Harrisburg,
PA.



patient’s personal needs, says Eby. “If my nursing
staff believe that extra support is needed, the
social worker visits the family to determine what
level of support is needed and what financial
resources they have,” she says. If the family can
pay for private care, the social worker refers them
to nonmedical agencies with which the hospice
partners. “The ultimate decision of who is hired is
the family’s decision, but we recommend agencies
that we know and have worked with in the past
because we trust their level of care,” Eby adds.

Hamilton’s entire staff, even those members
who do not work with hospice patients, have
learned enough about hospice care to be able to
identify patients for whom they provide care
who might be appropriate for hospice care.
“When one of their long-time clients begins to
deteriorate, the aides tell me about their concern,
and I contact the family to offer to set up a meet-
ing with a hospice representative,” Hamilton
says. If the hospice representative determines
that the patient is medically appropriate for hos-
pice care, he or she initiates the admission
process and obtains physician approval. 

Having a good partnership

A good partnership does require getting to
know each other, says Eby. “You have to make
sure that you can develop and maintain a good
relationship that will enable you to work together
to solve problems you may encounter with
patients, families, and staff members,” she says.
“In addition to staff training sessions, we work
with the agency to develop a method of commu-
nication between the two staffs,” Eby says. The
method depends on the individual agency, but
the most common is a communication binder in

which staff members from each agency write
notes about the patient’s condition, she says. The
binder is kept in a central location such as the
patient’s room or the kitchen, she adds. A non-
medical aide might write a note about the
patient’s appetite, mental status, or activity level. 

“We do define issues that require a call to the
nurse as opposed to a note in the book,” Eby
says. “If a patient is constipated but the hospice
nurse is not scheduled to visit for four more days,
we instruct the aide to call the nurse rather than
write a note, because constipation needs to be
treated sooner than the nurse is scheduled to see
the patient,” she explains. Significantly altered
mental status and increase in pain are other rea-
sons to make a call, she adds.

Eby’s hospice has partnered with a nonmedical
agency for two years, and she is glad that she
spent the time and effort to develop the partner-
ship and provide the education to the other
agency’s staff. “This extra help has made a big
difference for the families involved, because they
can just spend time with their loved one rather
than focusing only on providing care,” she says.
“For me, it’s all about meeting the goals of the
family; and, for some families, using a nonmed-
ical caregiver is the way to meet their goals.”  ■

Cover all your bases 
with nonmedical caregivers
Prepare aides, include grief counseling

Although partnering with a nonmedical care-
giving agency does give a hospice an addi-

tional way to help families meet their caregiver
needs that are not covered by the Medicare hos-
pice benefit, it is important that proper training
be provided to the nonmedical caregivers.

“We provide a six-session training program
that gives our nonmedical partner’s staff infor-
mation on what to expect when caring for a hos-
pice patient, what symptoms will be seen, and
what issues signal a crisis that requires a call to
the hospice nurse,” says Deborah Eby, executive
director of VistaCare in Reno, NV. “We also talk
about the limits of practice so that nonmedical
caregivers know what they can and cannot do
based on state regulations,” she says. Eby also
makes sure that her hospice staff members
understand practice parameters so that they do

February 2009 / HOSPICE MANAGEMENT ADVISOR™ 17

Need More Information?

For more information about partnering with a nonmedical
caregiver, contact:
☎ Deborah Eby, Executive Director, VistaCare, 1625 

E. Prater Way, Building C, Suite 108, Sparks, NV
89434. Telephone: (800) 291-8902 or (775) 825-
5008. Fax: (775) 825-5140. E-mail: deborah.eby@
vistacare.com.

☎ Laurie Hamilton, Owner, Home Instead Senior
Care, 3675 Vartan Way, Suite 202, Harrisburg, PA
17110. Telephone: (717) 540-5201. Fax: (717)
540-5203. E-mail: ljhamilton@gmail.com.



not expect nonmedical caregivers to perform
tasks they are not allowed to perform, she adds. 

In addition to staff training, Eby shares the
plan of care with the nonmedical provider after
the family has given her permission to do so.
“The caregiver needs to understand the plan of
care so that they can act as part of the caregiving
team,” she adds.

Asking for volunteers

Because hospice care is quite different from
most care provided by the agency, Laurie
Hamilton, franchise owner of Home Instead
Senior Care in Harrisburg, PA, asked for volun-
teers who wanted to undergo the additional train-
ing. “I have eight staff members who are currently
trained to work with hospice patients, but I men-
tion the different types of patients we serve to all
potential new hires,” she says. “If someone indi-
cates an interest in working with hospice patients,
I arrange for the additional training.” 

In addition to having the hospice partner
agency provide training for day-to-day care, non-
medical caregivers need to be prepared for the
death of their patient, suggests Hamilton. “Our
staff members learn the steps of dying, so they
are prepared for what will happen, and all of our
hospice agency partners offer grief counseling to
any member of our staff who dealt with the
patient or family,” she says.  ■

Future challenges: Scrutiny,
more complex patients
Look at trends in other states to prepare for changes

Managers don’t normally keep a crystal ball
in their supply closet, but the ability to pre-

dict, or at least guess, at the future of health care
as our country faces economic and political
changes could be helpful.

Because no one has a reliable way to predict the
future, Marcia P. Reissig, RN, MS, CHCE, CEO of
Sutter VNA and Hospice in San Francisco, sug-
gests that all managers, “Stay on top of what is
happening so nothing takes you by surprise,” she
advises. Reading, staying in touch with state and
national associations, and networking with col-
leagues in the industry can keep you up to date. 

Although the economy has received the

headlines during recent months, a slowing econ-
omy is not completely negative for hospice care,
points out Reissig. “It will probably be easier to
retain experienced staff members, because people
are less likely to job-hop during tough economic
times,” she says. When employees stay in place to
retain seniority and reduce the likelihood of being
laid off, the managers spend less time hiring and
training new employees, she points out. “We may
also see nurses return to home health after leaving
to work in other businesses,” Reissig adds.

Private duty care to suffer?

One area that probably will feel the negative
effect of the economy is private duty care, says
Reissig. “I anticipate that some families who are
now using private duty nurses will have changes
in their financial situations, so that they can’t
afford private duty care,” she says. Families that
have used private duty providers to offer respite
care, supplement family care, or provide care in
addition to Medicare might choose to have family
members take on more of the caregiver responsibil-
ities, she says.

Palliative care is a growing area, but managers
face reimbursement issues, Reissig says. “There
are people who qualify for palliative care as
home care patients, and people who qualify as
hospice patients whose care can be reimbursed,
but there are people that get caught between the
two services with no care,” she says. “I’d like to
see more effort to blend the two payment sys-
tems of home health and hospice so that the ‘in-
between’ group of patients can be served.”

Florida may indicate regulatory trends

“From a legal and regulatory point of view, I
don’t see the economy or the new administration
changing the issues faced by home health man-
agers in 2009,” says Elizabeth E. Hogue, Esq., a
Washington DC-based attorney. 

Managers should pay attention to what hap-
pened in Florida in July 2008, she says. State regu-
lations now prevent home health agencies from
providing anything of value to discharge planners
to promote the use of their agency, she explains.
Notepads, lunches, pens, and educational sessions
that offer free continuing education credits are all
banned, she adds. “This is a trend that is showing
up in all areas of health care,” she says. 

Florida also can be used as an example of
increased scrutiny of claims, says Beth Carpenter,
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MBA, president of Beth Carpenter and Associates, a
Chicago-based health care consulting firm. “There
is increased monitoring of claims to see what types
of services are provided,” Carpenter says. This use
of claims data to look at drugs, treatments, and
patterns of care is a change, she says. 

“State surveyors used to be the main face of
compliance, but now Florida and other states
want home health agencies to use accreditation
organizations to handle licensure and compliance
surveys,” she explains. “The state is focusing on
monitoring home health services through claims
made.”

Auditors do their job

Audits to detect fraud also will continue to
increase, says Hogue. Even if you cross your
“T’s” and dot your “I’s” — be prepared for
auditors to find something, she warns. “An audi-
tor’s job is to find stuff, so they will scrutinize the
little details in every document,” she points out.
Budget control has been a high-priority issue for
the Centers for Medicare & Medicaid Services
over the past four years, and one way to recoup
money is to find evidence of fraud, she explains.
“Home health agencies will face more retrospec-
tive audits in the coming year,” she adds.

While regulatory and economic issues will con-
tinue to challenge home health, Carpenter believes
that the overall aging of the U.S. population has
more effect on the home care industry. “As the
population ages, we see more patients with one or
more chronic disease states in addition to the rea-
son for their admission to home care,” she says.

Not only do the multiple conditions mean an
increased need for nursing resources, but they also
mean that agencies must change how they provide
care, Carpenter adds. “Although patients need
more care, we are facing increased scrutiny from
regulatory organizations that monitor claims, so
we must find ways to provide care needed in the
most efficient way possible,” she says.

Technology boosts safety

Technology, such as telemonitoring, can be
used to enhance patient care without increasing
visits, and motion sensors or fall monitors can
improve patient safety, says Carpenter. “Some
home care agencies have been slow to adopt tech-
nology,” she admits. Although the initial and
ongoing costs of implementing a telemonitoring
program cannot be reimbursed, the improved
outcomes and increased efficiency of staff time
offset the costs, she says. 

Perhaps the biggest challenge that managers
face is the fact that the industry will continue to
change, says Reissig. “This is the time that leader-
ship and execution are critical,” she says. “Don’t
just have a plan to handle change; be prepared to
implement the plan, hold people accountable for
their responsibilities.  ■■

Telemonitoring, electronic 
orders improve efficiency
Check state regs for use of electronic signatures

Ashrinking work force, expanding patient
base, and sicker patients are challenges that

many agencies are meeting with technology.
Telemonitoring is one way to increase contact

with the patient and to monitor the patient on 
a daily basis without making a visit, says Beth
Carpenter, president of Beth Carpenter and
Associates, a Chicago-based health care consult-
ing firm. 

“Small agencies find it most difficult to imple-
ment telemonitoring because of the financial
commitment,” Carpenter says. “Although tele-
monitoring can keep nurses from making too
many visits, it can also help a nurse identify the
need to amend a visit schedule.”

Frequent monitoring of a patient’s vital signs
helps a nurse identify potential problems or the
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Need More Information?

For more information about changes and predictions,
contact:
☎ Beth Carpenter, President, Beth Carpenter and

Associates, Chicago. Telephone: (847) 382-1035. 
E-mail: bcarpenter@bethcarpenterandassociates.
com. Web: www.bethcarpenterandassociates.com.

☎ Elizabeth E. Hogue, Esq., Attorney, Washington,
DC. Telephone: (877) 871-4062. Fax: (877) 871-
9739. E-mail: ElizabethHogue@ElizabethHogue.net. 

☎ Marcia P. Reissig, RN, MS, CHCE, CEO, Sutter VNA
and Hospice, 1900 Powell St., Suite 300, Emeryville,
CA 94608. Telephone: (800) 698-1273 or (510) 450-
8525. E-mail: reissigm@sutterhealth.org.



need to adjust a patient care plan quickly, she
points out. “This flexibility is important to good
patient care, but CMS [Centers for Medicare &
Medicaid Services] regulations don’t help us be
flexible, because we are still required to get
orders and physician signatures for every
change,” she says. Electronic orders and elec-
tronic physician signatures are one way to speed
up changes in care plans, but the ability to use
them varies from state to state, Carpenter points
out.  ■

HIV doc shortage may 
block access to care
A changing of the generational guard

National HIV/AIDS groups predict a short-
age of HIV physicians in the coming years

as the doctors who became impassioned to work
in this field early in the epidemic begin to retire.

“We share the medical provider work force cri-
sis that we’ve read about so much in primary
care,” says Christine Lubinski, vice president for
global health at the Infectious Diseases Society of
America (IDSA), who spoke about what President
Barack Obama could do to help fight the domestic
HIV/AIDS epidemic.

“We have a limited number of clinicians, many
of whom have been doing this work since the
beginning of the epidemic, and many of whom
who will be looking for retirement in the next five
to 10 years,” Lubinski says. “And there’s no evi-
dence that there are providers to replace them.”

Already, IDSA has received reports of areas
that have lost their HIV clinicians and haven’t
been able to replace them, she adds.

The HIV Medicine Association (HIVMA) of
Arlington, VA, conducted a survey of HIV clinics
last year in collaboration with the Forum for
Collaborative HIV Research at George Washington
University in Washington, DC. The survey’s early
results indicate that close to 70% of the programs
surveyed said it was very difficult to recruit physi-
cians, says Andrea Weddle, executive director of
HIVMA. “We surveyed Ryan White, Part C pro-
grams and clinics,” Weddle says. “We picked them
for the survey because they provide care for peo-
ple with HIV, and we were interested in their chal-
lenges in recruiting,” Weddle explains. They asked
about nurse practitioners, physician assistants,

and physicians.
Investigators are continuing to analyze data,

but so far it appears that programs across the
country were reporting that it is very difficult to
recruit for all three disciplines, although they’re
having the greatest difficulty finding HIV doc-
tors, Weddle says. “We really see our study as a
first step,” she adds. “We really think we need a
federally funded study that takes a look at the
issue nationally and also gets a handle on the
differences regionally.”

Having care capacity

One key issue in expanding access to health
care for HIV populations is having enough
providers, Lubinski says. “The Centers for
Disease Control and Prevention (CDC) is calling
for free HIV screening to all adults who don’t
know their HIV status, who need to be in care,
and who need to protect their partners against
transmission,” Lubinski says. “We need to have
care capacity and care for those individuals once
they’re identified.”

The reasons why medical students are drawn
to work in the HIV/AIDS field over the past 25
years have changed as the epidemic has evolved.
Kathleen Squires, MD, a professor of medicine
and director of the division of infectious diseases
at Jefferson Medical College in Philadelphia,
says, “When AIDS first appeared in the U.S., it
was among a group of gay men who were mar-
ginalized and stigmatized in society, and then
they had a fatal disease, too.” 

That marginalized, stigmatized, and rapidly
dying population attracted doctors who wanted
to help and were cause-driven, she notes. “Now
HIV has become a chronic illness, and there’s not
the perceived urgency anymore,” Squires says.
“Working with HIV patients was almost a cause
for people in my generation because you had this
very rapidly fatal disease.”

Students go overseas

Idealistic medical students continue to be
drawn to work with HIV/AIDS patients, but
they’re attracted to work overseas in resource-
poor countries, Squires says. “Part of the excite-
ment with medical students is the global epidemic
because that’s what’s being publicized now
through PEPFAR [U.S. President’s Emergency
Plan for AIDS Relief] and television commen-
taries,” she says.
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At a 2008 World AIDS Day program, Squires
gave a presentation at a session for medical stu-
dents, and she used a tool to show how quickly
HIV can spread in a population. That created
some interest among the students, but it would
also help if the United States started a national
AIDS Agenda, just like the global AIDS agenda,
Squires says. Medical students need to be shown
how the domestic epidemic also needs their help
since there are 40,000 to 65,000 new HIV cases
each year, and the epidemic largely affects poor
and minority communities, Squires suggests.

Recruiting new HIV doctors to the Adult HIV
Programs at New Jersey Medical School in
Newark, NJ, hasn’t been a problem so far since
the New York City metropolitan area trains and
attracts many medical school graduates, says
Sally L. Hodder, MD, professor of medicine and
director of the adult HIV programs. But at a
recent national meeting with AIDS clinicians,
Hodder heard many other clinicians say years 
of flat funding for AIDS programs have dried up
money available to train new investigators in
HIV care. “When you look around the room, you
see the same folks who’ve been in the field for 20
years,” Hodder says.

One of the problems is that HIV care now is
primary care for HIV patients, and there has been
a shortage of students being attracted to primary
care in recent years, Hodder notes. Fewer stu-
dents are interested in that area because of lower
reimbursement and less a sense of passion about
the cause now that an HIV diagnosis no longer is
a death sentence, she adds. 

At least one young HIV physician and
researcher was drawn to the field through his
post-medical school work in New York City,
where he quickly learned of the injection drug
use community’s struggles with the epidemic.
Benjamin Linas, MD, MPH, an instructor in
medicine at Massachusetts General Hospital and
Harvard University in Boston, graduated from
medical school in 2000. “I started working in HIV
while living in New York City,” he says. “Part of
what attracted me to HIV as a social cause was
the issue of underserved populations and access-
of-care issues.” Later, Linas moved to Argentina
where he was involved in HIV prevention efforts
among poor areas of the country.

HIV still rampant in places

For most people, HIV is a global health issue,
but the domestic epidemic also needs attention

since there are some areas of the United States
where HIV is rampant and people live in Third-
World conditions, Linas says.

HIVMA has tried to address the HIV physician
shortage by providing minority clinical fellow-
ship awards to young doctors, Weddle says.
Started two years ago, the program targets pri-
mary care; newly trained physicians who are
interested in working with HIV patients; and
underserved, minority populations, she explains.
“It offers them a one-year fellowship to concen-
trate on training in HIV,” Weddle adds. So far, six
fellowships have been awarded.

Challenges for HIV providers

Another possible reason young physicians are
not moving into HIV treatment is because it’s
both a demanding and challenging field of medi-
cine, and it’s not very well reimbursed, Weddle
says. “In part, there’s a broader primary care
physician shortage, and for conditions like HIV,
it’s even more challenging because it does require
primary care, but you have to stay on top of a
field that’s constantly changing,” Weddle says.
“Physicians who have a lot of experience also
have better outcomes for their patients, and the
care is generally more cost-effective.”

IV medicine is an underreimbursed specialty,
Linas acknowledges. “It’s tough,” he says.
“Working in Boston, I’m having a hard time.”
Linas does inpatient HIV consults at Massachusetts
General and works in HIV outpatient care, but he
devotes much of his time to HIV research. “I’m
finding it difficult to pay my bills through HIV
medicine,” he says.

The Obama administration could have an
impact on increasing the pool of HIV clinicians if
he were to create a targeted loan forgiveness pro-
gram for physicians who practice HIV medicine 
in underserved areas, Weddle says. “The one idea
I’ve heard is to designate Ryan White Part C clinics
as an eligible site for physicians who go through
the National Health Service Corp [NHSC] to do
their work,” Weddle says. 

Lubinski says, “We’d be very supportive of
having HIV included as a national service. For
people to work in community-based organiza-
tions, there is all kinds of work to be done, and,
in regard to clinicians, we’d like to see a loan for-
giveness program.”

Medical students graduate with an average stu-
dent loan debt of $200,000, Lubinski notes. “It’s
very difficult to convince them to go into a medical
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field that’s not very lucrative,” she adds. “So we’d
like to see incentives for them to go into this field.”

A loan forgiveness program for physicians and
other HIV clinicians definitely would help attract
more talent to the field, Linas says. “No matter
how well-intentioned people are, the finances
have an impact,” he adds.  ■

Is HIPAA suspended 
during an emergency?

The Office of Civil Rights (OCR) recently posted
a frequently asked question (FAQ) regarding

the status of the privacy rule during a national or
public health emergency on its web site.

The new FAQ addresses the question, “Is the
HIPAA Privacy Rule suspended during a national
or public health emergency?”

The OCR confirms in the FAQ that the HIPAA
privacy rule is not suspended. However, the sec-
retary of the Department Health and Human
Services may waive certain aspects of the rule
pursuant to the Project Bioshield Act of 2004.
Provisions that may be waived include:

• the requirement for authorization to discuss
care with a patients’ family members or friends;

• the requirement that covered entities distrib-
ute the notice of privacy practices;

• the right of a patient to request privacy
restrictions or confidential communications. 

To see the FAQ, go to www.hhs.gov/hipaafaq/
providers/hipaa-1068.html.  ■

UK ethicist remarks 
on dementia patients

United Kingdom’s Baroness Mary Warnock,
considered an expert on medical ethics, cre-

ated a stir in late 2008 with her suggestion that
those in the UK with dementia have a duty to
die, so as not to strain public health resources.

Warnock was quoted in an article in a Church
of Scotland publication as saying, “If you’re
demented, you’re wasting people’s lives, your
family’s lives, and you’re wasting the resources
of the National Health Service.”

Her views created buzz on both sides of the
Atlantic. J. Vincent Guss Jr., MDiv, chaplain of

Falcons Landing Air Force Retired Officers
Community in Potomac Falls, VA, says, “I defi-
nitely agree with her, on a moral basis, that a per-
son has the ‘right’ to choose whether or not to
prolong life with antibiotics, aggressive medical
treatment, etc., even if pain or terminality are not
issues. One can make the decision for oneself and
choose an advocate to carry out that decision to
abate medical treatment, even in cases and reason
of dementia.”

Guss says it is “quite another thing to jump to
the next level of proposing a person has the ‘duty
to die’ or to say, as she is quoted, that just because
she does ‘. . . not want to continue to be remem-
bered in a state of dementia,’ that such a state of
being renders others ‘useless . . . and a waste to
the National Health Trust.’”

Guss adds that this thinking is “not consistent
with morality or bioethical principles.”

UK airs patient dying on camera

At press time, the United Kingdom also was
getting attention for the airing of a documentary
showing a case of assisted suicide on television in
that country and the patient’s dying on camera,
according to an Associated Press (AP) report.

The AP report said the decision to air the death
on television prompted headlines and even a
debate in Parliament, with Prime Minister
Gordon Brown asked about the appropriateness
of airing the suicide on camera for public view. 

The AP said the documentary previously had
been shown on Canadian and Swiss television
and at numerous film festivals. The AP report
stated that the documentary originally was titled
“The Suicide Tourist,” but was renamed “Right
to Die?” for the broadcast in Britain.

Assisted suicide is illegal in Britain, and the
death appearing in the documentary was filmed
at a Swiss clinic, the AP reports.  ■

Meetings with family 
enhance palliative care
Guidelines outline steps for successful meetings

Although family meetings are recognized as
an effective way to communicate diagnoses,

treatment plans, and goals of care with palliative
care patients and family members, research
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shows that there is little information available to
palliative care providers about the best way to
conduct these meetings.1

Literature review assisted

A literature review, development of initial
guidelines, and revision of guidelines following
feedback from an expert panel and focus groups
resulted in a set of clinical guidelines that guide
palliative care professionals through the process
of initiating and conducting the meetings. 

In addition to the clinical guidelines, the
authors also produced a list of guiding principles
for family meetings:

• Family meetings can provide safe environ-
ment to clarify goals, consider site-of-care
options, and share information.

• Palliative care providers have a responsibil-
ity to offer family meetings based on need.

• Service providers should view family meet-
ings as mutually beneficial.

• Family meetings are not an opportunity for
providers to debate a patient’s medical status.

• Family meetings should not be saved for “cri-
sis” situations, but they should be used proac-
tively before issues become major dilemmas.

• Family meetings should be offered routinely
upon admission.

• Facilitators should not be chosen based on
hierarchical reasons, but they should be chosen
based on who is best suited based on knowledge
of the family, skills, and issues to be discussed.

• When there is significant conflict within the
family about prognosis, site of care, or transition
from curative to palliative care, providers should
involve a health psychologist or family therapist.

Other tools included in the study are recommen-
dations for accurate documentation of the meeting,
questionnaires for family members, and follow-up
suggestions. To see a copy of the guidelines and
other tools, go to www.biomedcentral.com. Select
“Journals A-Z” on the left navigational bar, then
choose “BMC Palliative Care.” Scroll down to
“Family meetings in palliative care: multidiscipli-
nary clinical practice guidelines.” 

Reference

1. Hudson P, Quinn K, O’Hanlon B, et al. Family meet-
ings in palliative care: Multidisciplinary clinical practice
guidelines.” BMC Palliative Care 2008; 7:12. ■

Study examines
substituted judgment 
Decisions hard when advance directive not present

Making the decision to move from curative to
palliative care, or to remain in the hospital

or move to a hospice setting, is not easy, but it is
especially difficult for physicians who treat seri-
ously ill patients who lack the capacity to make
their own health care decisions.

While the first step in this situation is to refer
to an advance directive, not all patients have an
advance directive. When no directive exists,
physicians must use substituted judgment to
determine what the patient would want. In a
study conducted by physicians and ethicists, 
the researchers look at the process of substituted
judgment that focuses on the patient’s autonomy
to arrive at a decision.1

The authors point out that over time, a person’s
choices regarding life-sustaining treatment change,
so it is not possible to base a decision on a state-
ment made at some time in the patient’s life about
their belief in ongoing treatment. Research shows
that some people will change their minds over a
two-year period. Individuals who complete an
advance directive do not change their minds over
time, they say.

Other research highlights include:
• Findings highlighted the inaccuracy of substi-

tuted judgment for patients without living wills,
the moderate concordance between patients and
doctor or surrogates in decision making, and ques-
tions as to whether patients want past wishes to be
the basis for decision making.

• One alternative model to substituted judgment
builds upon community standards in deciding the
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best interest of patients.
• Another alternative model focuses on a narra-

tive approach to decision making by surrogates in
which listening to and acting on a patient’s account
of their life, wishes, and role in their family and
community establishes an understanding of the
individual and how he or she would decide.

Reference

1. Torke AM, Alexander GC, Lantos J. Substituted judg-
ment. The limitations of autonomy in surrogate decision
making. J Gen Intern Med 2008; 23:1,514-1,517. ■

Alliance to sponsor 
education and research

Agroup of home health organizations have
formed the Alliance for Home Health

Quality and Innovation (AHHQI) to support edu-
cation and research, and to demonstrate the value
of home-based care to patients, their families, and
policy-makers.

“The home health industry offers a well-
developed delivery system of high-quality, 
lower-cost health care services — one of the most
efficient and effective systems that exists in health
care today,” said Bill Borne, founding member of
AHHQI and CEO of Amedisys. “The alliance will
demonstrate the readiness of the home health care
industry to offer this delivery system as a key
component in implementing new and innovative
initiatives to meet the health care needs of our
nation, particularly for America’s seniors.” 

To learn more about AHHQI, go to www.ahhqi.
org.  ■
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