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Quality Of Cancer Care Uneven, IOM's
National Cancer Policy Board Concludes

A report by a board of the Institute of Medicine found that no unif
standards exist for measuring the quality of cancer care, and that ev
collected piecemeal suggests the quality of care is uneven at best

As a result, patients routinely embark on care without having a 
strategy, and procedures proven to be effective for some diseas
not always performed, the National Cancer Policy Board conclude
the report released earlier this week.

“We started out planning to develop a consumer checklist,” 
Joseph Simone, vice chairman of the board and medical direct
President's Cancer Panel
Lists Recommendations
For Improving Quality
Of Cancer Care

. . . Page 7

In Brief:
ACCC Celebrates 25th:
James Hospital Receives
Large Donations
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In Brief:
Riley Becomes ACCC President; Rep. Green
Urges Support Of Cancer Treatment Act
MARGARET RILEY , director of oncology at Saint Joseph

Hospital of Atlanta, became president of the Association of Commu
Cancer Centers at the association’s meeting in Washington Marc
She succeeds Robert White, director, medical education, radiatio
oncology, at Washington Hospital Center, Washington, DC. Riley
served on the ACCC board of trustees since 1992 and was trea
from 1997-98. Riley is a member of the Oncology Nursing Society a
on the executive board of directors of the Metro Atlanta chapter o
American Cancer Society. She is a member of the American Nu
Association and the Georgia Nursing Association. . . . REP. GENE
GREEN (D-TX) urged ACCC members and other oncology professio
to contact their Congressional representatives to encourage them 
sponsor HR 1090, the Medicare Full Access to Cancer Treatment A
1999, which he introduced on March 11 with more than 20 bipartisa
sponsors. Speaking at the association’s 25th annual national meeting,
said the Act would separate cancer treatment from the outpa
prospective payment system and exclude outpatient cancer dru
biologicals used “as treatment, supportive care, or both” from Ambula
Payment Classifications currently proposed by the Health Care Fina
Administration. Green said HCFA’s proposed rule for the prospec
payment system “fails to recognize the complexities of cancer treatm
and the wide range and individual needs of each patient with canc
a result, the new payment system could threaten the quality and avail
of cancer treatment for Medicare beneficiaries.” Under the HCFA p
the lowest reimbursement rate for some cancer treatments wou
Click Here for
Photocopying Guidelines
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Higher Volume Generally
Results In Better Outcomes
(Continued from page 1)
Huntsman Cancer Foundation and Institute. “
found that we couldn’t develop a checklist, beca
we didn’t have sufficient information,” Simone sa
at a press conference April 6.

The standing committee—operated by IOM a
the National Research Council and funded by N
Centers for Disease Control and Prevention, and
American Cancer Society—is still many steps aw
from a checklist. However, the committee is takin
leadership role in addressing an extraordina
complicated problem that has not been systematic
addressed.

Though it has become something of a med
tradition to blame managed care for all the ills of 
health care system, the committee came to a radi
different conclusion. “The report, generally, has co
to the conclusion that the problem is quality; it’s n
managed care,” said Jane Sisk, professor at
division of health policy and management at the Jos
Mailman School of Public Health at Columb
University.

Kenneth Shine, president of IOM, said t
findings of the Cancer Policy Board are consist
with the findings of the IOM Round Table on Quali
published in the Journal of the American Medi
Association last September.
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“The [Round Table] report said there is
substantial gap between average and best ca
almost all areas of health care in America,” Sh
said at the press conference. “That rep
demonstrated that the differences did not depen
whether it was managed care or not managed c
The [Cancer Policy Board] report is entire
consistent with that conclusion.”

The quality gap is particularly visible in high
risk surgical procedures and some forms
chemotherapy, the panel found in its review
literature. Institutions that perform many surgic
procedures on the esophagus and the pancreas
dramatically higher short-term success rates t
institutions that perform few of those procedures

“Where care is given can be critical,” Simo
said. “There are a few studies—in very limited are
like pancreatectomy and esophagectomy—hig
technical and difficult procedures in which there i
clear relationship between higher volume and be
outcomes. These studies are few and descriptive
the pattern is consistent from study to study. 
believe it is prudent to presume that for high
technical, difficult procedures, we should assume 
this is a generalizable statement.”

The IOM committee has organized two worki
groups to consider future directions in addressing
problem of measuring and defining quality of care

—First, the committee has to address 
question of quality of available data. The options
(1) To enhance existing databases to capture da
quality of care, and (2) To launch new database
studies. These issues are expected to be explor
a workshop next fall.

—Next, the committee will explore the volum
outcome relationship. Here, the committee wo
have to recommend a strategy for isolati
procedures that are more effectively performed
higher-volume centers, and recommend incentive
steering patients to such centers. These issue
expected to be considered at a workshop early 
year.

In a related development, the Presiden
Cancer Panel on April 5 issued its report on qua
cancer care (story, page 7).

The interest in the quality of cancer ca
transcends the narrow circle of policy cognosce

On March 3, after the National Comprehens
Cancer Network, a coalition of 18 cancer cent
issued a breast cancer guideline written for patie
its web site received 1.2 million hits. Through th
lines

http://www.cancerletter.com
mailto:kirsten@cancerletter.com
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 60
week, the site averaged between 800,000 and 900
hits. On the second week, this volume dropped
600,000 hits per day, and has now dropped to 175,
hits per day.

The IOM committee’s recommendation th
some complicated procedures should best
performed by institutions that perform a high numb
of such procedures is likely to be controversial.

Citing multiple published analyses of da
obtained from Medicare and the NCI Surveillanc
Epidemiology and End Results database, the re
said procedures best performed at higher-volu
institutions include esophagectomy, pancreatecto
hepatic resection, and pelvic exenteration.

Nonetheless, low-volume facilities perform 
large share of these high-risk procedures. Thus
percent of esophagectomies, 53 percent 
pancreatectomies, 60 percent of hepatic resecti
and 36 percent of pelvic exenterations we
performed at low-volume centers, the report say

Several studies suggest that higher volu
providers produce better outcomes for breast a
prostate cancers.

Turning to chemotherapy, the report cites a 19
study by the International Bone Marrow Transpla
Registry that found that higher volume cente
produced lower treatment-related mortality in patie
receiving transplants for early leukemia. The rep
also cites a 1993 Scottish study that suggests 
higher-volume centers produced better outcome
chemotherapy for non-seminomatous germ c
testicular tumors.

Does the report suggest that patients sho
avoid their local doctor?

Not quite, said Diana Petitti, director of resear
and evaluation at Kaiser Permanente Medical C
Program.

“I am going to point to very specific evidenc
for which there is very strong volume-outcome da
where small hospitals are not able to demonstr
the kinds of outcomes than hospitals do with high
volume procedures,” Petitt i said at the pre
conference.

“I don’t think it is fair, based on the evidence, 
generalize to every possible procedure,” Petitti sa

However, the link between the volume an
outcome deserves further investigation, said IO
president Shine.

“As a cardiologist, I can’t sit down withou
reminding you that our experience in New York Sta
clearly demonstrates that volume counts for alm
Click Here for
Photocopying Guideline
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all procedures,” said Shine, referring to studies
hospital-specific data on heart surgery that 
collected by the New York State Department 
Health.

“I will call your attention to a paper in the Jun
1999 Pediatrics, in which we looked at pediat
cardiac surgery, and we took on the question
whether simple things could be done at commun
hospitals,” said Shine. “What we found was even 
simplest cardiac surgical procedure in a child is d
more effectively in institutions that do greater volum

“This panel is not extrapolating beyond th
evidence, but, certainly, evidence in th
cardiovascular area suggests that we need to 
much more closely for what the relationship 
between experience, volume and outcomes for
kinds of treatments for cancer,” Shine said.

Data on the quality of cancer care are collec
sporadically, Shine said.

“With regard to the issue of evidence guidi
care, I’ll remind you that the NIH budget is of th
order of $13 billion, and going up, whereas the bud
of the Agency for Health Care Policy Research is
the order of $200 million,” Shine said. “At least un
recently, the country’s investment in evidence-ba
outcomes has been dramatically inadequa
Moreover, it is not always in the best interests of 
providers to provide this information, or to provide
in the form which allows comparability.”

The report presented several disquieti
snapshots of the gap separating knowledge fr
practice.

“We know that women who have lumpectomi
should have radiation follow-up,” Simone said at t
press conference. “Yet, a study has shown that o
24 percent of women over the age of 80 recei
radiation after lumpectomy. We don’t know wh
that’s the case. Were they offered radiation treatm
and refused? Were they not offered the treatm
because of age? That kind of information is sim
not available. “

Robert Young, president of Fox Chase Can
Center and chairman of the board of NCCN s
interventions that have been proven effective 
nonetheless erratically applied in the clinic.

“You find extraordinary levels of variation,
Young said. “In the case of postmenopausal bre
cancer patients with positive nodes at surgery, th
is now persuasive evidence that the use of tamox
reduces the recurrence rate and improves surviv

Nonetheless, literature suggests that only
s
The Cancer Letter
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percent of women receive tamoxifen followin
surgery. “That seems to fall far short of what o
would expect,” Young said.

“In the case of rectal cancer, there is persuas
evidence that radiation therapy reduces lo
recurrence, a devastating complication,” Young sa
However, about 40 percent of the population stud
about 10 years ago in a General Accounting Off
report received radiation.

“As we go along and look for things that w
would expect to see occurring, they simply do
occur as frequently and as consistently across
population of cancer patients,” Young said.

One of the central recommendations in the rep
is not supported by data, and is based on the Nati
Coalition of Cancer Survivorship Imperative fo
Quality Cancer Care, published in 1995.

The recommendation lists seven elements
quality cancer care, which include access
specialists, a need for a strategic approach, ac
to clinical trials, and psychosocial support.

“Some elements of care simply make sense
that is, they have strong validity and can reasona
and can reasonably be assumed to improve c
unless and until evidence accumulates to 
contrary,” the report states.

“This recommendation amounts to a statem
of the ideal, based on principles of cancer c
articulated by cancer survivors.”

The 236-page report is available at http://
www2.nas.edu/cancerbd/.

Excerpts of the report’s summary follow:
The National Cancer Policy Board began 

deliberations on quality by trying to describe what
ideal cancer care system would look and feel l
from the vantage point of an individual receivin
cancer care. The NCPB suggested that, for ma
excellence in cancer care would be achieved
individuals had: access to comprehensive a
coordinated services; confidence in the experie
and training of their providers; a feeling that provide
respected them, listened to them, and advocate
their behalf; an ability to ask questions and vo
opinions comfortably, to be full participants in a
decisions regarding care; a clear understanding
their diagnosis and access to information to aid t
understanding; awareness of all treatment options
of the risks and benefits associated with ea
confidence that recommended treatments 
appropriate, offering the best chance of a go
Click Here for
Photocopying Guide
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outcome consistent with personal preference
prospective plan for treatment and palliation; a he
care professional responsible (and accountable
organizing this plan in partnership with each individu
and assurances that agreed-upon national stand
of quality care are met at their site of care.

The NCPB then described at least some asp
of a cancer care system that would support suc
ideal state of care. A system of ideal cancer c
would: articulate goals consistent with this vision
quality cancer care; implement policies to achie
these goals; identify barriers to the practice a
receipt of quality care and target interventions
overcome these barriers; further efforts to coordin
the currently diverse systems of care; ens
appropriate training for cancer care providers; h
mechanisms in place to facilitate the translation
research to clinical practice; monitor and ensure
quality of care; and conduct research necessar
further the understanding of effective cancer ca

The NCPB has concluded that for ma
Americans with cancer, there is a wide gulf betwe
what could be construed as the ideal and the re
of their experience with cancer care.

There is no national cancer care program
system of care in the United States. Like ot
chronic illnesses, efforts to diagnose and treat ca
are centered on individual physicians, health pla
and cancer care centers. The ad hoc and fragme
cancer care system does not ensure access to
lacks coordination, and is inefficient in its use 
resources. The authority to organize, coordinate,
improve cancer care services rests largely w
service providers and insurers. At numerous site
the federal government, programs and resea
directly relate to the quality of cancer care, but in
one place are these disparate efforts coordinate
even described. Efforts to improve cancer care
many cases will therefore be local or regional a
could feasibly originate in a physician’s practice
hospital,  or  a  managed care  plan.  Because  ca
disproportionately affects the elderly, the Medica
program could be an important vehicle for change

Based on the best available evidence, so
individuals with cancer do not receive care known
be effective for their condition. The magnitude of t
problem is not known, but the National Cancer Po
Board believes it is substantial. The reasons for fai
to deliver high-quality care have not been stud
adequately, nor has there been much investigatio
how appropriate standards vary from patient
lines

http://www2.nas.edu/cancerbd
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The means for improving the quality of canc

care, which involve changes in the health care sys
are the first five of 10 recommendations....

Cancer care is optimally delivered in syste
of care that:

Recommendation 1: Ensure that patient
undergoing procedures that are technically diffic
to perform and have been associated with hig
mortality in lower-volume settings receive care
facilities with extensive experience (i.e., high-volum
facilities). Examples of such procedures inclu
removal of all or part of the esophagus, surgery
pancreatic cancer, removal of pelvic organs, a
complex chemotherapy regimens....

Recommendation 2:  Use systematically
developed guidelines based on the  best avail
evidence for prevention, diagnosis, treatment, 
palliative care....

Recommendation 3: Measure and monitor th
quality of care using a core set of quality measu

Once effective care has been identified throu
the research system, mechanisms to develop
implement measurement systems are need
Translating research results into quality monitor
measures is a complex process that will requ
significant research investments. There is now a br
consensus about how to assess some aspec
quality of care for many common cancers (e.
cancers of the breast, colon, lung, prostate, 
cervix), but specific measures of the quality of c
for these cancers are still being developed and te
within health delivery systems.

Systematic improvements in health care qua
will likely only occur through collaborative efforts o
the public and private sectors.... A public-priva
collaborative approach has recently be
recommended by the President’s Adviso
Commission on Consumer Protection and Quality
the Health Care Industry, and some init
implementation steps are being taken....

To ensure the rapid translation of research i
practice, a mechanism is needed to quickly iden
the results of research with quality-of-ca
implications and ensure that it is applied in monitor
quality....

Cancer care quality measures should be u
to hold providers, including health care systems, he
plans, and physicians, accountable for demonstra
that they provide and improve quality of care.
Click Here for
Photocopying Guideline
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There are many opportunities to exert levera
on the health care system to improve quality. Qua
assurance systems are often not apparen
consumers, but have the potential to greatly af
their care: large employer groups are holding mana
care plans accountable for quality performance go
the Health Care Financing Administration requi
Medicare and Medicaid health plans to produ
standard quality reports; and state Medicaid progr
are beginning to include quality provisions in th
contracts with plans and providers.

Six of ten new cancer cases occur among pe
age 65 and older and, consequently, Medicare is
principal payer for cancer care. There is general
lack of quality-related data from fee-for-servi
providers from whom most Medicare beneficiar
receive their care. Information systems are, howe
in place that allow the reporting on a regional ba
of some quality indicators (e.g., cancer screen
rates) relevant to those in fee-for-service syste
For Medicare beneficiaries in managed care pla
accountability systems should incorporate c
measures of quality cancer care.

Cancer care quality measures should be app
to care provided through the Medicare and Medic
programs as a requirement for participation in th
programs....

Cancer care quality measures should 
disseminated widely and communicated to purchas
providers, consumer organizations, individuals w
cancer, policy makers, and health servic
researchers, in a form that is relevant and usefu
health care decision-making....

Recommendation 4: Ensure the following
elements of quality care for each individual w
cancer: that recommendations about initial can
management, which are critical in determining lon
term outcome, are made by experienc
professionals; an agreed-upon care plan that out
goals of care; access to the full complement
resources necessary to implement the care p
access to high quality clinical trials; policies to ens
full disclosure of information about appropria
treatment options; a mechanism to coordin
services; and  psychosocial support services 
compassionate care....

Recommendation 5: Ensure quality of care a
the end of life, in particular, the management
cancer-related pain and timely referral to palliat
and hospice care....
s
The Cancer Letter
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Quality Assessment Research Needs
How can we improve what we know about t

quality of cancer care? For many aspects of can
care, it is not yet possible to assess quality beca
the first step in quality assessment has not b
taken—the conduct of clinical trials....

Recommendation 6: Federal and private
research sponsors such as the National Ca
Institute, the Agency for Health Care Policy a
Research, and health plans should invest in clin
trials to address questions about cancer c
management.

For some questions regarding canc
management, a health services research compo
could possibly be integrated into a clinical tri
designed to assess the efficacy of a new treatm
For other questions, innovative units of randomizat
could be used, for example, randomizing provid
(instead of patients) to test different clinic
management strategies....

Recommendation 7: A cancer data system 
needed that can provide quality benchmarks for 
by systems of care (such as hospitals, provider gro
and managed care systems). Toward that end, in 1
the National Cancer Policy Board wil l  hol
workshops to: identify how best to meet the data ne
for cancer in light of quality monitoring goals; identi
financial and other resources needed to improve
cancer data system to achieve quality-related go
and develop strategies to improve data available
the quality of cancer care.

The second step of quality assessment invo
surveillance—making sure that evidence regard
what works is applied in practice. Ideally, qual
assessment studies would include recently diagno
individuals with cancer in care settings representa
of contemporary practice across the country, us
information sources with sufficient detail to allo
appropriate comparisons. The available evidence
the quality of cancer care is far from this ideal.

Two national databases are available with wh
to assess the quality of cancer care, but each
limitations.

1. The Surveillance, Epidemiology, and E
Results cancer registry, maintained by NCI, wh
linked to Medicare and other insurance administra
files, has been valuable in assessing the qualit
care for the elderly and other insured populations
is also useful in identifying a sample of cases for
depth studies of quality-related issues. The SE
registry, however, covers only 14 percent of the U
Click Here for
Photocopying Guide
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population in certain geographic locations, so it m
not adequately represent the diversity of system
care. Finding ways to capture measures of pro
of care, treatment information, and intermedi
outcomes—and to improving the timeliness 
reporting—would enhance the registry’s use in qua
assessment.

2. The National Cancer Data Base, a jo
project of the American College of Surgeo
Commission on Cancer and the American Can
Society, now holds information on more than half
all newly diagnosed cases of cancer nationwide 
includes many of the demographic, clinical, and he
system data elements necessary to assess qual
care. A limitation of  the NCDB  is the absence 
complete information on outpatient care. The NC
has not yet been widely used to assess quality of c
but has great potential for doing so.

Existing data systems must be enhanced so
questions about quality of care can be answe
comprehensively, on a national scale, without del
of many years between data collection and analy
An effective system would capture information abo
individuals with cancer; their condition; the
treatment, including significant outpatient treatmen
their providers; site of care delivery ; type of ca
delivery system; and outcomes.

It may be costly and difficult to obtain all of th
desired data elements for all individuals with availa
sources, so sampling techniques could be used to m
the task manageable for targeted studi
Alternatively, it may be feasible to link som
databases (e.g., those describing structural asp
of care such as hospital characteristics) to ot
existing databases. It is unlikely that one sin
database can meet all of the various objective
such systems, for example, cancer surveillan
research, and quality monitoring....

Recommendation 8:  Public and private
sponsors of cancer care research should  sup
national studies of recently diagnosed individuals w
cancer, using information sources with sufficient de
to assess patterns of cancer care and fac
associated with the receipt of good care. Rese
sponsors should also support training for cancer 
providers interested  in  health  services  resear

Grants to support the analysis of data that fo
on pressing health policy questions, especially ab
how the organization and financing of cancer c
affect the processes and outcomes of care, sh
be a high priority. Methodologic research is a
lines
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needed to improve the quality of cancer-related he
services research, for example, to develop tools
“case-mix” adjustments to reduce the  potential 
bias inherent in observational cancer research..

Access To Quality Care
Recommendation 9: Services for the un- an

underinsured should be enhanced to ensure entr
and equitable treatment within, the cancer c
system.

Recommendation 10: Studies are needed t
find out why specific segments of the population (e
members of certain racial or ethnic groups, old
patients) do not receive appropriate cancer c
These studies should measure provider and individ
knowledge, attitudes, and beliefs, as well as ot
potential barriers to access to care.
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President's Cancer Panel
Issues Report On Quality

The President’s Cancer Panel earlier this w
released a report, “Cancer Care Issues in the Un
States: Quality of Care, Quality of Life,” from 
series of meetings held last year.

The report is available on the web at http://
deainfo.nci.nih.gov/advisory/pcp/reports/9
98recomend.htm. Following are the repor
conclusions:

The Panel believes that important steps 
needed now to address the rapidly emerging iss
related to defining and providing quality cancer c
and improving quality of life. These steps are nee
to ensure that all of the American people have ac
to the care best able to prevent and treat cancer
to safeguard the research processes by which
achieve continuing advances against the suffering
death caused by cancer. The Panel recommend

1. The welfare of the patient—related both
his or her disease and to quality of life—must info
the quality of cancer care. Evaluations of quality m
place priority on the patient over short-term co
Cost, while relevant, should not be the arbiter
quality care.

2. Definitions of quality should take into accou
both the concerns of the individual and public hea
as a whole.

3. Quality definitions and clinical practic
guidelines that may be derived from them should
be so rigid as to inhibit innovation in cancer ca
Guidelines must be updated frequently to maint
Click Here for
Photocopying Guideline
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their consistency with advances in knowledg
technology, and practice and to avoid barriers
reimbursement.

4. Evidence is one of several components
quality of care evaluation. The randomized control
trial (RCT) is the gold standard of evidence f
evaluating clinical care. In the absence of data fr
one or more large, well-designed RCTs, other for
of evidence should be evaluated according
commonly accepted methodologies determined
consensus. Quality evaluations should also take 
account quality of life, economic survival of the patie
and family, and related issues including employm
and insurance ramifications.

5. Data are needed in areas that are inte
components of quality of care, e.g., socioeconom
status, cultural values, quality of life perceptions, t
impact of cancer on family members, and patie
focused outcomes. These data are needed at the
and regional levels, and for diverse population gro
and subgroups of major population segments,
support the development, implementation, a
evaluation of tailored interventions to improve t
quality of cancer care.

6. All of the stakeholders in the definition an
provision of quality cancer care—health care pay
of all types; research sponsors including governm
voluntary agencies, and the pharmaceutical a
biotechnology industries; employers; employees a
other health care consumers—must bear their 
share of the cost of quality evaluations, guideli
development, and the data collection and analy
needed to support these efforts.

7. A full spectrum of participants should b
responsible for organizing and coordinating t
development, dissemination, and updating of can
care guidelines across the continuum of care, 
for the data collection activities that support the
efforts. Without a central focus, present issu
concerning the lack of standards for certain aspe
of cancer care, inconsistent or duplicative guidelin
lack of relevant data to define quality and evalu
guidelines, uneven reimbursement for care, a
insufficient communication to health professionals a
the public will not be resolved.

8. Training is needed to improve the ability 
physicians and other health professionals to:

—Understand evidence and how to impleme
definitions of quality care

—Facilitate patient understanding of curre
standards of care and care options
s
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$52.70, which is expected to include supportive c
Green said. “Moreover, under the proposal, n
drugs, which are defined as anything approved a
1996, would be reimbursed at this lowest rate,” Gr
said. “Such a policy would not only hurt the patie
with cancer, but also have a crippling effect 
research and development of new drug therapi
Green represents the 29th District of Texas, wh
includes Houston. . .  .  PRESIDENT BILL
CLINTON  praised ACCC for its 25 years of servi
to the oncology community in a letter to th
association. “Through your advocacy effor
education programs, and support of commun
research, you have helped your members to continu
improve oncology care, bringing hope and help
countless people living with cancer,” Clinton wro
ACCC, based in Rockville, MD, was founded in 197
Lee Mortenson is the executive director. . .
JAMIE YOUNG  received the Edward L. Moorhea
Award from ACCC in recognition of his contribution
to improving cancer treatment in the commun
Young was the association’s director for sta
societies and government relations from 1991 to 19
Young is manager of medical economics at Immu
Corp. in Columbus, OH. . . . CHARITABLE
GIVING: Comprehensive Cancer Center-Arthur 
James Cancer Hospital and Research Institut
Ohio State University received a pledge of $3 milli
toward lung cancer research from the family 
Barbara J. Bonner, who died of cancer last yea
The center also received a pledge of $1 million o
three years from Samuel and Shelia Davis, in
conjunction with the Samuel B. Davis Fund of Jas
Foundation. The gift will support a cancer molecu
angiogenesis research program.

In Brief:
ACCC Celebrates 25th Year;
James Hospital Gets Donations
(Continued from page 1)
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—Make appropriate recommendation
concerning cancer prevention and screening

—Understand clinical trials and facilitat
patients’ understanding of and access to clinical tr

—Recognize and provide for appropria
rehabilitation services for cancer survivors, includi
psychosocial services and life-long surveillance 
delayed treatment effects and second tumors

—Acknowledge that death and end of life issu
are a part of the cancer experience for some patie
and provide more comprehensive and compassio
care to dying patients and their families

—Better understand, explain, and protect t
privacy of genetic risk information

—Better address the cancer care needs of 
growing elderly population; collaborative efforts betwe
geriatrics and oncology should be fostered.

9. Mechanisms must be developed to educ
patients, their families, and the public at all educatio
levels and from differing cultures to effective
evaluate care options and recommendations.

10. Continued funding across the resea
spectrum is needed to continue the flow of discov
that leads to improvements in care across the ca
continuum. Research efforts should focus particula
on improving interventions in the areas of canc
prevention, cancer control, rehabilitation, palliatio
and end of life care, and on outcomes research
addition, targeted funding may be needed 
behavioral and other research to improve quality
care in vulnerable populations, including those w
low income and/or educational levels, differin
cultures, the elderly, and rural populations.

11. To improve our understanding of and abil
to address the short-and long-term issues assoc
with surviving cancer, greater emphasis and resea
support should be directed to studies of survivors
issues, including but not limited to long-term effec
of treatment, family issues, socioeconomic status, 
employability.  Contemporary definitions of surviv
that reflect both treatment advances and quality
life factors should be developed.

12. Current concerns should be investigated
assess whether cancer care quality is being impe
by payer restrictions on appointment durations, o
label use of medications for which growing clinic
evidence indicates efficacy; and access to approp
treatments, oncology specialists, and clinical tria
Identified barriers to appropriate care should 
corrected, and coverage of patient care costs
participants in approved clinical trials should 
ls

g
r

s
ts,

ate

provided routinely.
13. Participation in quality clinical trials shou

become part of the standard of care for cancer
ensure access to promising investigational treatm
guidelines should provide recommendations for w
a patient should enter a clinical trial, but guidelin
should not be permitted to become a barrier to ac
to such care. In addition, guidelines must not be u
to exclude patient choice of effective treatm
alternatives and payers should not erect barrier
such care.
ines
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