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Despite improvements in prevention,
early detection, and treatment, 
cancer remains a terminal illness for
many patients. About half of all
patients diagnosed with cancer will
die from their illness within a few
years of presentation.1 In 1999,
more than 10,000 Maryland 
residents died from cancer.
Maryland ranks eleventh in the
nation in cancer mortality.2

Cancer care must be as patient-centered during the last
phase of the illness as when the emphasis is on cure.
Indeed, cancer and end-of-life care have been intertwined
since the beginning of the hospice movement. Techniques
in palliative medicine for managing pain, dyspnea, bowel
obstruction, and other symptoms typically were devel-
oped for the care of cancer patients and later were adopt-
ed for patients with non-cancer diagnoses.3

The principles that should govern cancer care at the
end of life are well-accepted in the field. They include
responsiveness to the patients’ wishes; truthful, sensi-
tive, empathic communication; and meticulous atten-
tion to the physical, spiritual, and psychosocial needs
of patients and family.4

The vision underlying these principles, however, is
often not reflected in the dying individual’s reality.

Hospice care directly furthers these goals and allows
patients to die in settings that make achieving these
principles more likely.5 However, of all Marylanders
over 65, only 20.5% used hospice services in the last
year of life (2000 data); of those who use hospice serv-
ices, the median length of stay was a mere 20 days
(2001 data).6 However, hospice is not the only means
by which cancer patients can receive excellent palliative
care. For example, hospitals can provide these services,
but only a quarter of Maryland hospitals offered a pal-
liative care program in 2000.7 It is evident that new and
improved models are needed to fit the needs of the
diverse populations who die from cancer and to sup-
port their families and social networks.

This chapter considers various aspects of the gap between
the care that ought to be given to cancer patients as life
nears its end and the care that they actually receive. This
chapter describes barriers and shortfalls with respect to
access to care, reimbursement, public and provider
education, and research and suggests ways to integrate
approaches to end-of-life care. 

Access to End-of-Life Care

in Maryland

Very few Americans understand the options available
for end-of-life care for themselves and their loved ones.
Even fewer take advantage of these options. Much of
the data about this issue comes from the hospice move-
ment. In a 1999 survey conducted by the National
Hospice Foundation, 80% of Americans did not know
the meaning of the term “hospice.”8 Indeed, 75% of
Americans were unaware that hospice care can be pro-
vided in the home, and 90% did not realize that hos-
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pice care is fully covered though Medicare. This same
survey also indicated that most Americans desire the
type of end-of-life services offered by hospice.9

Hospice is a model of care that provides palliative care
to patients with life-threatening medical conditions. The
hospice model recognizes the need to care for the whole
person, including mind, body, and spirit, and to support
those who love and care for terminally ill persons.
Hospice care can be provided in a variety of settings,
including hospitals and nursing homes. However, in the
United States, hospice services are most commonly pro-
vided at home.10 Traditionally, hospice has been associ-
ated with cancer patients and 63% of diagnoses upon
admission to hospice care in Maryland were for cancer
compared to 57% nationwide in 2000.11 Although can-
cer patients and their caregivers continue to be the pri-
mary users of hospice care, trends indicate that patients
with non-cancer diagnoses, including end-stage heart or
lung disease, Alzheimer’s disease, or AIDS are increas-
ing their use of hospice services.12 

The underlying principle of hospice is palliative care,
which focuses on improving the patient’s physical com-
fort and quality of life. Patients receiving palliative care
should be able to continue to treat their disease with
curative interventions, though it is common for health
care systems and practitioners to view palliation as
being in conflict with curative efforts. In whatever set-
ting it is administered, palliative care is generally pro-
vided by an interdisciplinary team, which may include
physicians, nurses, social workers, home health aides,
pharmacists, chaplains, physical and occupational
therapists, and trained volunteers. A growing number
of hospitals are beginning to understand the impor-
tance of palliative care and are offering inpatient pal-
liative care services.13 However, many end-of-life care
providers continue to be concerned about what they
call “the irrational choice” patients face in having to
relinquish curative options in order to access hospice
services. “The either-or approach that was adopted as
a cost containment measure imposes a simplistic bina-
ry-decision model that is not consistent with either the
clinical or emotional reality of the hospice process for
patients and their families,” according to David Rehm,
President and Chief Executive Officer of VistaCare
Hospice Foundation.14

Many patients experience limited access to services due to
gaps in the continuum of end-of-life care. An uncertain
prognosis or desire to continue with curative efforts while
receiving palliative care can present significant barriers to
quality end-of-life care. There is a great need for our

health care system to create an end-of-life care model that
includes “interdisciplinary teams, continuity and coordi-
nation of care, integration of diverse services delivered in
a variety of settings, and changes in the orientation of
providers.”15 Currently, our health care system fails to
care for those with advanced illness by rarely providing a
bridge between acute and end-of-life care. Medicare is
criticized for the way it funds end-of-life care, including
its focus on the provision of acute services and its pack-
ages of post-acute services that function as barriers to a
seamless continuum in the last stages of life.16 The tie
between prognosis and reimbursement is discussed in fur-
ther detail in the next section. Often, patients with signif-
icantly better prognoses than a typical hospice patient
have needs for supportive care that are at least as great, if
not greater, than patients already in hospice. Prehospice
or “bridge” programs offer patients some of the services
of hospice without eligibility restrictions such as a six-
month prognosis or forgoing curative therapies.17 There
is a great need for development of these and other cre-
ative programs for administering multidisciplinary sup-
portive care for cancer patients, regardless of their prog-
nosis or decisions regarding curative interventions.

There is considerable need to identify patients within all
health care settings, especially acute care settings, who may
benefit from hospice or similar palliative approaches to
care. Analysis of information gleaned from surveys of case
managers and administrative databases justified enhanced
attention to inpatient palliative care consultation, as well as
consideration of the need for acute palliative care inpatient
units.18 Unfortunately, most Maryland hospitals lack hos-
pice or palliative care programs. In 2000, only 19.4% of
hospitals in Maryland reported that their services include a
hospice program, and only 25.8% of hospitals reported
that they offer a palliative care program.19

Hospitals in Maryland treat a high percentage of criti-
cally ill patients in intensive care units (ICUs), which
emphasize high-technology treatments, even when a
patient is unlikely to recover. This is demonstrated by
the 12% of elderly Maryland residents who spent a
week or more in an ICU during the last six months of
life. This also suggests that health care providers may
prescribe overly aggressive treatments that do not take
the patient’s wishes into consideration and may pro-
long his or her discomfort.20 Long stays within an ICU
are extremely expensive and are often followed by
death or disability, the primary motivators for treating
the patient aggressively in the first place. In an analysis
of patients enrolled in the SUPPORT study (Study to
Understand Prognoses and Preferences for Outcomes
and Risk of Treatments), median hospital costs were
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$76,501 for patients who had ICU stays of 14 days or
longer and $10,916 for patients with shorter ICU
stays. In addition, among the patients who preferred a
palliative approach to care, only 29% thought that
their care was consistent with that aim.21

As of 2002, there were only 34 licensed hospice facili-
ties in Maryland, with a total of 89 inpatient beds to
service the entire state.22 All of these beds are located in
areas surrounding Baltimore or Washington, D.C.,
which leaves the vast majority of state residents without
convenient access to nearby inpatient hospice services.
The majority of these facilities hold a general license (i.e.
they provide skilled medical nursing and palliative, psy-
chological, social, and spiritual support to patients and
may be in a home-based setting or in a variety of inpa-
tient locations) and not a limited license, which permits
non-skilled palliative and supportive services only in
home-based settings.23 While most Maryland counties
are served by some form of hospice care, there is an
immense shortage of inpatient hospice beds. In addi-
tion, there are limited or no beds available for patients
under the age of 18 years in most areas of the state.

Marylanders may benefit from enhanced partnership
among hospices and long-term care facilities such as
nursing homes and assisted-living facilities. In recent
years, nursing homes have received increasing criticism
for their failure to properly attend to pain and other
supportive care needs of dying patients, especially those
with cancer.24 Thus, these and other facilities may seek
to improve their palliative care services through part-
nership with hospices. Greater hospice presence in nurs-
ing homes may allow identification of the palliative care
needs of patients that would otherwise go unrecognized
and also provide education to clinicians and other nurs-
ing home staff regarding end-of-life care.25

In Maryland, only 26.7% of state residents die at home
based on data from 1997,26 though it is well document-
ed that most Americans would prefer to die at home.
However, combined data from 1997–2000 indicates
that Maryland is doing somewhat better in regard to
location of death for cancer patients, with 38.7% of
deaths occurring in the patient’s residence.27 However,
over half of cancer patients in Maryland (50.9%) died
in a hospital or nursing home setting during the same
time period.28 If these facilities do not offer appropriate
palliative care services, then many Marylanders may
not receive comprehensive end-of-life care.

The length of a patient’s stay within a hospice facility is
another significant indicator of the availability of appro-

priate end-of-life services. A minimum sixty-day stay is
considered necessary for the patient to receive maximum
benefit from the hospice program.29 Unfortunately, the
actual length of stay for many hospice patients is signif-
icantly shorter than 60 days. Nationally, the average
length of time a patient receives hospice services has
declined from 64 days to 48 days from 1992 to 2000.
Over the same time period, the median length of time a
patient receives hospice services in the U.S. has decreased
from 29 to 25 days. The median length of stay in hos-
pice care is generally accepted as a more accurate way to
understand the experiences of typical hospice patients,
due to the high frequency of short stays.30 Maryland’s
median length of stay was a mere 20.5 days for 2001,
even less than the national median.31

The most significant barrier to effective utilization of
hospice services may be its rising operational costs. In
part this is because of dramatic improvements in pal-
liative care that have reduced the duration of care pro-
vided to hospice patients. Many palliative treatments
have become easier to provide in a home setting, which
has driven up outpatient costs. Decreasing lengths of
stay have increased costs to hospice due to patients
seeking hospice care later in their terminal illness, cre-
ating a shorter period over which to balance the high
cost of care. In addition, the demanding nature of hos-
pice work coupled with limited resources may con-
tribute to low staff satisfaction and retention. This puts
hospice care providers at a particular disadvantage in a
field where shortages of nursing staff are endemic. To
balance these shortages, hospices have had to concen-
trate more effort on fundraising, which places addi-
tional burdens on hospices as well as the communities
that support them.32

Much of the accessibility of end-of-life care is deter-
mined by the overriding attitudes and culture of the
health care system. Persons with advanced disease tend
to represent failure to the health care system.
Increasingly, it is crucial to understand how patients
with advanced illness want to spend the rest of their
lives. It is important for policy makers to change their
focus from a procedure- and pharmacy-oriented health
care system to a continuum of care that ensures those
with chronic illness have a range of options from which
to choose. “Only then will the definition of ‘success’ in
caring for persons with advanced illness begin to grad-
ually take on new meaning; the degree to which the
quality of patients’ lives is enhanced and their suffering
relieved will become a measure of success.”33



M A R Y L A N D  C O M P R E H E N S I V E  C A N C E R  C O N T R O L  P L A N 3 2 1

Disparities 

Although end-of-life care is improving in the U.S., these
improvements have been slow to impact the African-
American and other minority communities. It has been
well documented that African Americans in particular
underutilize palliative and hospice care services.
African Americans make up 13% of the total U.S. pop-
ulation, but only 8% of hospice patients.34 Maryland
has a higher rate of minority participation in hospice
than the U.S. (approximately 16%). However, partici-
pation by minorities varies by region across Maryland.
In Prince George’s County, where 74% of the popula-
tion is non-white, only 53% of hospice patients are
non-white. In Montgomery County and on the Eastern
Shore, the ratio of the non-white population to non-
white hospice patients indicates that non-whites utilize
hospice at a higher rate than whites. Despite these vari-
ations, hospices generally experience less minority par-
ticipation than non-minorities. Cultural differences
may contribute to the lower overall use of hospice 
services of these various populations.35 Socioeconomic
disparities also exist in end-of-life care, and are often
indicated by the location of a patient’s death. In a recent
national study of where people die, decedents who were
black, less-educated, and enrolled in an HMO were
more likely to die in a hospital,36 though it has been
shown time and again that most Americans would pre-
fer to die at home.

Pediatric Care

Disparities in end-of-life care for pediatric patients also
exist. Children are often diagnosed with more
advanced stages of cancer than adults; 80% of children
have metastases at diagnosis, while only 20% of adults
have advanced cancer at diagnosis.37 And while the
number of children diagnosed with cancer is certainly
lower than adults (approximately 8,000 children under
the age of 15 are diagnosed nationally each year, about
0.6% of all cancer diagnoses), this number threatens
more years of life than any single type of adult cancer.38

The most common childhood cancers are hematologic
malignancies (leukemia). Children with leukemia are
more likely to die from therapy-related conditions such
as infection, while patients with solid tumors are more
likely to die from their disease.39 Thus, providing end-
of-life care for children with cancer that meets the
unique needs of these patients and their families is cru-
cial. Families need access to quality pediatric hospice
programs, as well as excellent palliative care programs
within hospital settings. 

In Maryland there are few hospice programs with staff
specifically trained in pediatric end-of-life care.
Hospice regulations were originally designed for adult
cancer patients dying from their disease rather than
therapy-related conditions, so parents of pediatric
patients are often forced to make an “all or nothing”
choice—either choose hospice services or continue with
therapies. This is the same choice many adult cancer
patients face when deciding between the continuation
of curative efforts and hospice care. Many children
also die in the hospital setting and these patients and
their families deserve the best care possible in this situ-
ation, including staff trained in end-of-life care, psy-
chosocial, spiritual, and bereavement support. It is often
difficult to find and retain staff that is able to work with
terminally ill children.40

Reimbursement for 

End-of-Life Care

In palliative care, as in most of American medicine,
services that meet a patient’s needs are available only to
the extent that a funding mechanism pays for them.
Payment mechanisms include the hospice benefit under
the federally funded Medicare program; the hospice
benefit under the Medicaid program, which is funded
jointly by federal and state governments; and hospice
benefits under private health insurance, which is sub-
ject to state regulation. Given the epidemiology of can-
cer, Medicare is the most important source of payment
for palliative care services, but the scope of Medicaid
and private insurance is of particular concern for pedi-
atric patients requiring end-of-life care.

When the Medicare hospice benefit was adopted in
1983, some heralded it as “the gold standard of end-of-
life care”.41This characterization is based on the fact that
the hospice benefit includes many services that are not
typically part of Medicare coverage, including care plan-
ning, personal care nursing, medication, family support,
chaplaincy, and bereavement counseling.42 However, the
hospice benefit gained approval by Congress only on the
basis that it would not add substantially to Medicare’s
costs.43 Consequently, qualification for the benefit is nar-
row. A patient qualifies only by agreeing to forgo cura-
tive treatment for cancer or other terminal illness, and
the patient’s physician must certify that the patient’s life
expectancy is six months or less if the disease runs its
normal course. The continuation of therapy, including
chemotherapy intended for palliation of symptoms, is
often not allowed at all, or permitted only after pro-
longed negotiations with Medicare representatives. 
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This “either/or” choice effectively bars access to a range
of palliative care services for patients who could benefit
from them but who are not ready (or whose physicians
are not ready) to concede that curative efforts ought to be
abandoned. The culture of high-tech cancer care has had
difficulty assimilating the idea that a good death is part of
good cancer treatment;44 the terms of the Medicare hos-
pice election only reinforce the false dichotomy between
treatment and palliation. Moreover, physicians who are
unsettled by such a specific prognosis requirement, and
who fear regulatory scrutiny if a patient lives “too long,”
delay hospice referral. In the words of one hospice asso-
ciation official, “It’s just so very difficult to say when . . .
the six-month clock is going to start ticking . . . and the
result [is that] the referral occurs about two weeks before
the death.”45

By contrast, Maryland law on hospice benefits does not
incorporate an explicit, time-linked prognosis prerequi-
site. The statute that sets up the basic framework for the
Medicaid Program authorizes the Department of Health
and Mental Hygiene (DHMH) to reimburse “for servic-
es provided by a hospice care program,” as defined else-
where in state law.46 That definition, in the part of the
law requiring licensing of hospice programs, refers to “a
coordinated, interdisciplinary program . . . for meeting
the special physical, psychological, spiritual, and social
needs of dying individuals and their families . . .”47 The
“dying” are those “who have no reasonable prospect of
cure as estimated by a physician.”48 There is no mention
of a prognosis of death within six months or any other
specific period, nor has DHMH adopted such a prereq-
uisite by regulation. The pertinent regulation, for
Medicaid managed care, simply requires that each man-
aged care organization “include in its benefits package
medically necessary and appropriate hospice care servic-
es to enrollees who are terminally ill.”49

Similarly, private health insurers are required by
Maryland law to “offer benefits for hospice care serv-
ices” to their insureds.50 The law does not define hos-
pice care in this context, so a private insurer could pro-
vide a hospice benefit that covered palliative care inter-
twined with curative efforts, well before any definitive
terminal prognosis. Nevertheless, the Medicare con-
struct for defining a terminal illness has permeated the
field, so that public and private insurers and providers
routinely equate hospice eligibility with a six-month
prognosis for death. Hence, reform in Medicare is a
key to reform in other settings.

Public Education

A coordinated public education agenda on end-of-life
cancer care should address the lack of knowledge and
the misconceptions that exist in understanding the end-
stage disease process, the choices of treatment options,
advanced care planning, and the services that are avail-
able for end-of-life care.51 Public education should be
the responsibility of the patient’s health care providers,
interdisciplinary specialists in end-of-life care, and state
health officials. Educational efforts need to be directed
at not only those who have end-stage cancer, but their
caregivers and the networks of community systems
impacted by the illness, including workplaces, schools,
places of worship, and social support services. It is
important to note the cultural, religious, and personal
biases towards end-of-life care that can influence both
health care providers and the public when planning
educational initiatives.52

The general public should be able to understand the
full realm of treatment options for advanced cancer,
the possible benefits and burdens associated with each
option, and the common physical, psychosocial, and
spiritual concerns associated with end-stage disease.
Learning effective coping strategies for relieving pain
and suffering should be a primary goal in any cancer
care program that values comfort. 

Although Maryland has made great strides in advanced
care planning, educators need to be particularly adept
and sensitive to religious, ethical, and legal implications
when facilitating decision-making related to resuscita-
tive measures, artificial hydration and nutrition, and
pain control. It is best to address these issues as well as
the process for surrogate decision-making prior to crisis
situations in order to give patients and caregivers ade-
quate time to thoughtfully consider their options.

In planning for end-of-life care, Marylanders should be
able to identify the full realm of services available to
them, including palliative and hospice care and any
bereavement services that are offered to caregivers.
Additionally, they should understand how services may
be coordinated in a hospital, in a hospice residence, at
home, at a nursing home, or in an assisted-living facility.
Studies have shown that most Americans are unaware of
their care options at the end of life and are usually
referred to palliative care and hospice programs very late
in their disease process. The length of stay in hospice
programs has gradually decreased since the inception of
the Medicare hospice benefit over twenty years ago.
Unfortunately, most patients and families have been
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unable to fully benefit from comprehensive supportive
services. Thus the public would benefit greatly from end-
of-life educational resources made available in a wide
variety of settings.

The public deserves a coordinated and comprehensive
effort that fully engages health care providers, the end-
of-life care professional community, and state officials
in addressing these many educational needs. All
Marylanders must be given the opportunity to receive
high quality and timely end-of-life care. 

Provider Education

Improving the quality of end-of-life care for cancer
patients will require improved awareness, knowledge,
and skills of the health professionals who provide their
care. These include symptom management, application
and limits of life-prolonging interventions, prognostica-
tion and recognizing dying, conveying difficult news,
providing information and guidance on prognosis and
options, sensitivity to religious, ethnic, and other differ-
ences, and understanding palliative and hospice services.

Deficits in end-of-life care education, knowledge, and
practice among health care professionals have been
well documented. The Institute of Medicine report,
“Improving Care at the End of Life,”53 notes three
major deficiencies:

“A curriculum in which death is conspicuous main-
ly by its relative absence.

Educational materials that are notable for their
inattention to the end stages of most diseases and
their neglect of palliative strategies.

Clinical experiences for students and residents
that largely ignore dying patients and those close
to them.” 

A recent survey of pediatric oncologists regarding end-of-
life care revealed a high reliance on trial and error in
learning to care for a dying child, pointing to the ongoing
need for education and strong role models.54 The
American Society of Clinical Oncology has developed a
policy for improving end-of-life cancer care55 and the
National Comprehensive Cancer Network (NCCN), of
which The Sidney Kimmel Comprehensive Cancer
Center at Johns Hopkins is a member, has developed pal-
liative care guidelines.56 These and other resources are
available, but these programs are not widely used in
Maryland. Educational curricula and supports have been
developed for a variety of groups, such as medical stu-

dents,57 internal medicine residents,58 nurses,59 and social
workers, and end-of-life education is now available in
many training programs. Maryland programs should be
encouraged to share and use these materials and curricu-
la and to participate both in the development of new pro-
grams, such as for oncology fellows, and in research to
improve the effectiveness of existing programs.

A survey of best-selling medical textbooks found that
the oncology and hematology textbooks were in the
quartile of specialties with the least end-of-life content.
Follow-up research has shown that two of the six edi-
tors of the oncology/hematology textbooks, and many
editors of other textbooks, report that they plan or
have completed expansion of end-of-life content in
these textbooks for future editions.60 Maryland health
professional training programs should be encouraged
to use textbooks that have responded to this initiative
and include adequate information on end-of-life care.

In order to truly improve care for terminally ill cancer
patients, end-of-life care should not be marginalized in
special courses or a single visit to a hospice program but
integrated throughout curricula and clinical practice. In
addition, resources and support should be available to
expand the number of professionals with advanced
training in end-of-life care to serve as teachers, consult-
ants, and role models, and hospice professionals should
be incorporated into Maryland training programs.

End-of-Life Research

This chapter has explained how the care of terminally
ill cancer patients in Maryland may be improved by
enhancing access to health services, reworking reim-
bursement, engaging the public, and educating
providers. Implementing these important initiatives
will be much more successful if accompanied by high-
quality, targeted research. Improving health services
and access will require knowledge of the main barriers
to quality end-of-life care faced by Maryland residents
with cancer. Improving clinical practice will require
assessments of quality of care deficits and their impact
on patients’ quality of life. Engaging the public will be
more effective with information on why end-of-life
care is important. Quality improvement programs will
be more effective and disseminated more widely when
careful evaluations have demonstrated efficacy.

An active research agenda including data collection is a
critical part of the effort to improve end-of-life care for
Maryland citizens. Improved and uniform data collec-
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tion throughout the state, in collaboration with the
Hospice Network of Maryland and local cancer cen-
ters, is one method for evaluating existing end-of-life
services. The collection of such data will make it possi-
ble to document barriers and gaps in care. Once this
type of framework is available, further research regard-
ing access, satisfaction, and other outcomes will be
possible. Funding agencies may begin to consider
investing in end-of-life care initiatives at the encour-
agement of the consumer and when initiatives are evi-
dence-based. Providing opportunities and incentives
for collaboration will allow end-of-life research to
become better incorporated into our outstanding can-
cer centers and assist in recruiting world-class experts
in end-of-life care and research to Maryland.

Data from the Dartmouth Atlas61 and the Last Acts
Report on Dying in America Today62 compares end-of-
life care in Maryland to that delivered in other states. This
data is retrospective in nature and applies only to the very
end-of-life rather than patients living for years with a
chronic cancer. These reports are derived from popula-
tion and health care delivery data and they do not address
the clinical concerns of patients. Real improvement in
end-of-life care in Maryland would benefit from:

developing current data sources, such as the
Maryland Discharge Database.

promoting collaboration between hospices, which
often have their own databases, for research pur-
poses.

encouraging inclusion of end-of-life care issues in
longitudinal studies of cancer patients in clinical
trials. 

reviews of medical records to determine quality
deficiencies. 

systematic surveys of patients, families, and
providers to identify barriers they faced in obtain-
ing quality care at the end of life. 

better epidemiological statistics related to death
rather than only support care geared to prolong-
ing survival.

cost analyses of end-of-life care in a variety of set-
tings and via various funding mechanisms. 

Important information that could be obtained from
improved data sources or targeted research projects
might include:

longitudinal experience of patients dying from
cancer.

how, when, and where patients die.

quality of end-of-life care among hospices, nurs-
ing homes, hospitals, and characteristics associ-
ated with improving quality care.

symptom prevalence and degree of symptom
control obtained. 

barriers encountered by Maryland cancer
patients searching for quality end-of-life care,
including hospice and nursing home issues.

novel service delivery models with potential for
dissemination.

successful quality improvement programs.

successful partnerships that improve end-of-life
care.

disparities in access, preferences, and quality of
end-of-life care.

staffing needs for proposed improvements in
health services at the end of life.

Maryland residents are fortunate to have many providers
contributing to end-of-life care, but there is an increasing
need for partnerships to improve the effectiveness of
research in end-of-life cancer care. Since terminally ill can-
cer patients may often use multiple sources of care, includ-
ing hospitals, private physicians, nursing homes, and hos-
pice, integrated data may be necessary to provide an accu-
rate picture of patients’ longitudinal experiences. And
although Maryland has many small hospice programs, an
organizing framework already exists through the
Maryland Hospice Network. Potentially, this could be
expanded to include collaborative data collection that
would provide a more complete picture of hospice and pal-
liative care in Maryland. Furthermore, since few providers
or researchers specialize in end-of-life care, collaboration
between the University of Maryland, Johns Hopkins
University, and any other interested research entities would
also greatly enhance the quality of research initiatives.

Ensuring that Maryland’s investments in such pro-
grams are worthwhile and determining whether to dis-
seminate small pilot programs to larger populations or
other health systems will require careful evaluations.
Proposed initiatives that might benefit from accompa-
nying program evaluation include waiver programs for
hospice, hospice collaboration to provide care to com-
plex patients, longitudinal palliative care programs,
home caregiving programs, public education, and
provider education. 
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Improving the quality of end-of-life care, and of the
research evidence in this area, will require incorpora-
tion of end-of-life issues into other cancer research. To
better describe and provide care during the current
chronic trajectory that many cancer patients experi-
ence, it will be necessary to integrate palliative and sup-
portive efforts long before patients are within days to
hours of dying. Integration will indicate factors that
might be helpful in predicting prognosis. For example,
advance care planning may be beneficial after diagno-
sis and after treatment has begun, when the patient
feels less anxious. This approach may or may not be
more effective coming from a neutral health worker
rather than the physician. End-of-life issues, such as the
control of pain and fatigue, occur throughout the can-
cer trajectory. Studies that focus solely on the end of life
may be jeopardized by high mortality and difficult data
collection; incorporating this research into longitudinal
cancer studies and clinical trials may greatly improve
its effectiveness. 

Research into issues faced by terminally ill cancer
patients would benefit from incorporating these issues
into other cancer funding initiatives. Symptom man-
agement, documenting quality of life, and measure-
ment of patient and family satisfaction with the type of
care received should all be incorporated into funding
initiatives from the Maryland Cigarette Restitution
Fund. Experts on end-of-life care should be included
on committees approving these expenditures to ensure
that issues faced by terminally ill persons are included
in proposals where appropriate. An evaluation compo-
nent must be written into every study to ensure that
results are meaningful and useful for dissemination. 
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Goal: 

Increase the number of Maryland cancer patients, as
well as their family members and friends, receiving qual-
ity end-of-life care and related services.

Target for Change

By 2008, develop a system to monitor the availability
and quality of end-of-life care services for cancer patients
in Maryland, with specific attention to the needs of spe-
cial populations including pediatrics and minorities.

Objective 1 :  

Expand provider education and training related to end-
of-life care. 

Strategies:

1. Require end-of-life education as part of core cur-
riculum for all health care providers in training.
Content areas should include, but not be limited
to: aggressive symptom management; application
and limits of life-prolonging interventions; prog-
nostication, communications and conflict resolu-
tion; providing information and guidance on
prognosis, options, and decision-making; sensitiv-
ity to cultural, religious, and other differences;
understanding palliative and hospice services;
understanding grief and loss issues; and sensitivi-
ty to the psychosocial and spiritual needs of
patients and their family members and caregivers.

2. Require specialized end-of-life education for
providers that care specifically for cancer patients
(e.g., oncologists, primary care providers, social
workers, chaplains, etc.) and specialized training
for providers caring for pediatric oncology
patients, recognizing the unique needs of children
and their families at the end of life.

3. Promote membership in and support of organi-
zations that work to improve end-of-life care. 

4. Support organizations engaged in proactive out-
reach including end-of-life training of health care
and insurance providers.

End-of-Life Care

Goals, Objectives, and Strategies
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Objective 2:  

Increase public awareness of end-of-life issues.

Strategies:

1. Support organizations engaged in proactive out-
reach including community education and polit-
ical advocacy on end-of-life issues.

2. Increase public awareness of existing end-of-life edu-
cational resources such as websites and hotlines.

3. Provide community based end-of-life education for
minorities and underserved populations, including
multilingual education campaigns and outreach. 

4. Provide comprehensive end-of-life care educa-
tional resources in all oncology clinics, cancer
centers, nursing homes, and assisted-living facili-
ties, and make this information readily available
on corresponding websites.

Objective 3:  

Improve access to end-of-life care for all Marylanders
with specific attention to improving physician reim-
bursement for appropriate end-of-life care.

Strategies:

1. Identify existing information about the end-
of-life care needs of populations including pedi-
atric, adult, and geriatric patients and special
needs groups such as the developmentally 
disabled and minority populations. Develop
additional data as needed to prepare a compre-
hensive needs assessment for these populations.

Develop and implement strategies to meet the
needs identified in the above assessment.

2. Encourage the Centers for Medicare and Medicaid
Services to implement pilot programs, with careful
attention to the collection of data on both cost and
patient satisfaction, that would reimburse providers
for a full range of palliative care services for patients
with any type of cancer that frequently results in

death, with no requirement that life expectancy be
six months or less. The benefit should be available
whether or not a patient continues to pursue thera-
pies aimed at remission or cure.

3. Encourage the Maryland Medicaid program to
contract with managed care organizations to
implement pilot programs, with careful attention
to the collection of data on both cost and patient
satisfaction, that would reimburse providers for
a full range of palliative care services for patients
with any type of cancer that frequently results in
death, with no requirement that life expectancy
be six months or less. The benefit should be
available whether or not a patient continues to
pursue therapies aimed at remission or cure. 

4. Encourage the Maryland Insurance Commissioner
to study industry compliance with Section 15–809
of the Insurance Article, which requires insurers
and nonprofit health service plans to offer benefits
for hospice care services, and take appropriate
steps to remedy any noncompliance.

5. Support the development of tax credits for infor-
mal caregivers, such as family members and
spouses, in an effort to alleviate the devastating
financial burden of providing end-of-life care.

6. Increase provider reimbursement for the longer
evaluations and more extensive management
required for terminally ill patients. In addition, ade-
quately reimburse health care professionals for
time spent discussing advance care planning with
patients. 
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Objective 4:  

Enhance access to the continuum of end-of-life care
services throughout the state.

Strategies:

1. Enhance existing partnerships and create new
ones among hospices and facilities such as hospi-
tals, home care agencies, nursing homes, and
assisted living facilities caring for patients with
cancer and other terminal illnesses. 

2. Promote the creation of palliative care teams in
acute care settings.

3. Support the use of care managers to serve as a
constant as patients and their families move
among different care settings from diagnosis to
bereavement. 

4. Support the development of, and reimbursement
for, prehospice or bridge programs which offer
some of the services of hospice with less stringent
eligibility requirements.

5. Support and provide funding for the development
of new inpatient and residential hospice facilities.

Objective 5:  

Enhance scientific research into all aspects of end-of-
life care.

Strategies:  

1. Support and develop funding mechanisms for
end-of-life research. Recognize and promote the
importance of research, even with vulnerable pop-
ulations, to better understand difficulties experi-
enced by cancer patients throughout the trajectory
of illness.

2. Develop a statewide mechanism for coordina-
tion and dissemination of interdisciplinary end-
of-life research among various professional schools,
professional organizations, and government
agencies. 

3. Support use of Cigarette Restitution Funds for
end-of-life research and programs.
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