Research partnerships furtbering the
science of quality of cancer care can

lead to improved outcomes for patients.

Anne Silber. In Burgundy: Orange Roofs. Serigraph, © 1989.
Sheet size 22" x 28"

National Cancer Institute Partnerships
in Quality-of-Care Research
Steven B. Clauser, PhD

Background: Improving the quality of cancer care delivery is a research priority for the National Cancer Institute
(NCD). The NCI addresses this priority in part through a variety of research partnerships with public and private
organizations designed to measure, monitor, and improve the quality of cancer care delivery.

Methods: NCl-sponsored quality-of-care initiatives are reviewed in three areas: improving process and outcome
measures, building strong data infrastructures to monitor the quality of cancer care, and developing practice-based
quality-of-care research partnerships for privately sponsored and governmeni-sponsored delivery programs.
Results: Research partnerships strengthen the overall portfolio of NCI-sponsored research into understanding and
improving cancer care delivery. These partnerships have made significant contributions in standardizing metrics
of clinical effectiveness and health-related quality of life, in developing monitoring systems to track disparities
in cancer care and identify opportunities for improvement, and in understanding ways to intervene in cancer care
delivery to improve adhberence to evidence-based practice. These partnerships also contribute to the productivity
of investigator-initiated quality-of-care studies and often provide leverage for rapid adoption of this science by
organizations that participate in these projects.

Conclusions: Research partnerships in measurement, data infrastructure, and service delivery are an essential
part of the NCI's research program to advance the science of quality of cancer care. Collectively, these projects
inform participating organizations on gaps in quality and opportunities for improving cancer care delivery.
They also foster the development of tools for changing care processes that can lead to better outcomes for cancer
patients and survivors.

Introduction

In recent years, the quality of health care provided to the
American public has become a concern of government,
the public,and payers. Cancer care delivery is not immune
from these concerns and has become the focus of the
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Institute of Medicine’s National Cancer Policy Board and
several professional organizations and professional med-
ical societies.!? Studies and reports have documented that
some cancer patients are receiving too much treatment,
others too little, and still others the wrong treatment.>>
Even when recommended clinical treatment is provided,
patient and caregiver support for the emotional, physical,
and social burdens associated with cancer often is not
optimal.® Although existing research offers varying rea-
sons for these conditions, most observers suggest there is
much more to learn about why variations in treatment
and outcomes exist, not only in terms of the underlying
disparities in quality, but also in the mechanisms for stim-
ulating and sustaining improvement.

Several strategic planning documents from the
National Cancer Institute (NCI) have identified the im-
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provement of quality of cancer care as an NCI research
priority. Drawing from several Institute of Medicine
reports, the NCI defines quality of cancer care to mean
“the provision of evidence-based, patient-centered ser-
vices throughout the continuum of care in a timely and
technically competent manner, with good communica-
tion, shared decision-making and cultural sensitivity, and
with the aim of improving critical outcomes (including
patient survival and health-related quality of life).””

This multifaceted definition of quality of care
requires a comprehensive research agenda that
enhances our understanding of how to measure, moni-
tor, and improve the quality of cancer care. Such an
agenda also must investigate barriers impeding access
to evidence-based therapy and work closely with pub-
lic and private partners to translate evidence-based
interventions into community practice.

Partnerships between research-based organizations
and organizations that pay for, provide oversight of, or
deliver services to cancer patients are important for
advancing research in quality of care. Often, research
findings are not implemented in practice and thus fail
to improve the quality of health care received by US
residents. Effective partnerships can accelerate the
adoption of quality-of-care measurement systems by
health care organizations,® improve the translation, dis-
semination, and use of research findings for physicians,
other clinicians, patients, consumers, policy makers,

and other decision makers to effect needed health care
changes,’ enhance sustainability of high performance
through research into oversight and/or incentive inter-
vention systems that effectively reward organizations
for adherence to evidence-based practice,'’ create
greater accountability for partnering organizations to
work together to be successful, thereby extending the
reach of limited research dollars for these projects,
enhance the likelihood that evidence from the research
will be used by partners to improve care, and improve
the capacity of academic-based researchers to launch
studies involving the implications of cancer care deliv-
ery quality of care initiatives on the cost, accessibility,
and health-related quality of life (HRQOL) of individu-
als diagnosed with cancer.

This article provides an overview of the NCI’s
research partnerships in quality of care. “Partnerships”
refers to the specific, formal research collaborations
with public and private organizations that pay for, regu-
late, and deliver cancer services or with agencies that
jointly fund research targeted to these organizations.
These partnerships take several forms and include many
organizations; only a few are discussed in this article.
Academic-based researchers and research organizations
also are sometimes included in these partnerships, espe-
cially when they are working with other public- and pri-
vate-sector organizations under research programs coor-
dinated by the NCI. The partnerships described here do
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Figure. — The Cancer Control Continuum: NCI partnerships in quality-of-care research. PROMIS = Patient-Reported Outcomes Measurement Information
System, BCSC = Breast Cancer Surveillance Consortium, CanCORS = Cancer Consortium for Outcomes Research and Surveillance, Canqual = Cancer Quality
Measures Project, NCCCP = NCI Community Cancer Centers Program, SEER-MHOS = Surveillance, Epidemiology and End Results-Medicare Health Outcomes
Survey, SEER-CAHPS = Surveillance, Epidemiology and End Results-Consumer Assessment of Healthcare Providers and Systems, HRSA = Health Resources
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not include academic investigator-initiated research sup-
ported through NCI grants. This research is essential for
creating the science base that partnerships depend on
for measuring, monitoring, and improving quality of care.
The focus here is on recent NCI-sponsored research
partnerships that are designed to improve the process
and outcome measurements of quality of care in order
to allow better comparisons of interventions and per-
formance across plans, providers, and populations and,
over time, build stronger data and methods infrastruc-
ture for conducting quality-of-care population surveil-
lance and practice-based or systems-based research, and
engage directly with practice-based research organiza-
tions to develop and test interventions to improve
adherence with recommended practice.

The Figure displays the various partnerships
described in this article by their contributions to each
of these three areas across the cancer care continuum.
As discussed in this article, collectively, these research
partnerships support a wide array of measurement, sur-
veillance, and intervention research that informs partic-
ipating organizations on gaps in quality, opportunities
for improvement, or tools for changing care processes
that can lead to better outcomes.

Process and Outcome Measurement
Partnerships

The cancer care delivery system is characterized by major
variations and inequities regarding who has access to
health care and who receives quality care once access is
achieved. Despite these inequities, few standardized qual-
ity measures have been developed to evaluate and moni-
tor the delivery of cancer care at either the system level
or the provider level in the United States. Most available
measures have been limited to cancer screening, such as
rates of adherence to evidence-based screening proce-
dures in the early detection of breast cancer, colorectal
cancer, and cervical cancer. For example, the National
Committee for Quality Assurance has for many years
developed and deployed screening measures for breast,
colorectal, and cervical cancer as part of its Health
Employer Data Information System reporting system.!!
However, few measures of other dimensions of cancer
care, including diagnosis, treatment, and symptom man-
agement, have sufficient evidence of validity and usability
behind them for broad acceptance and use.!?

Research partnerships in cancer care quality mea-
surement serve multiple purposes. The following exam-
ples illustrate how they can facilitate the development and
enhanced application of process and outcome measures.

Enhancing Quality Improvement and Accountability
The first purpose of partnerships is to serve as delivery
sites for “quality improvement” studies, which involves
developing evidence about how to best measure and
evaluate care processes within a health care organiza-
tion (eg, a cancer center, specialty office-based prac-
tice) to determine whether some standard of practice
is achieved and maintained in that setting over time.
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The US Department of Veterans Affairs (VA) Quality
Enhancement Research Initiative uses organizational
research to advance the implementation of evidence-
based practice into routine care settings.!*> This VA ini-
tiative has developed applications for several disease
sites and has pursued research partnerships with the
NCI in 2001-2004 on cancer screening.'4

The second purpose of partnerships is to provide
the research environment for “accountability” studies.
These studies foster the ability to measure and test the
impact of objective judgments regarding the compara-
tive performance of health care providers or organiza-
tions on health care performance. The NCI has less
experience with these types of studies. However,
national measures of the Health Employer Data Infor-
mation System are an example of where research orga-
nizations such as the Agency for Healthcare Research
and Quality, accrediting organizations such as the
National Committee for Quality Assurance, and health
care payer organizations such as the Centers for
Medicare and Medicaid Services (CMS) have partnered
to create accountability performance measurements in
health plans that are reported to the public. These mea-
sures enable Medicare beneficiaries to annually select
Medicare Advantage health plans based on quality.'

Facilitating Prospective Tracking of Quality
Through Multiple Data Sources
The NCI has included academic research organizations
as part of quality-of-care research partnerships. One
example involves a large-scale national-level study that
deploys quality indicators to prospectively track pat-
terns of care and outcomes for cohorts of newly diag-
nosed cancer patients. The Cancer Consortium for
Outcomes Research and Surveillance (CanCORS) sup-
ports a prospective cohort study of 10,000 patients
with newly diagnosed lung or colorectal cancers
recruited in geographically diverse populations and
health delivery systems to better understand the quality
of cancer diagnosis and treatment services in communi-
ty practice.'® CanCORS involves a group of academic
research sites, an HMO-based research site, and the VA
to collect data from several VA hospital-based research
sites. CanCORS has developed or adopted measures of
quality from multiple data sources (ie, medical records,
administrative claims, patient and provider surveys) to
track large cohorts of newly diagnosed cancer patients
for long-term outcomes following well-documented
treatments. These data sources also include assess-
ments of patient-centered outcomes, such as HRQOL.
Participation by the VA in CanCORS has led to rapid
testing of the CanCORS medical records abstraction tool
as part of a multicenter pilot project to measure and
improve the quality of care for veterans diagnosed with
colorectal cancer.”” The NCI also has initiated a part-
nership with VA investigators to develop and test an
ongoing survey strategy to include self-report data from
cancer patients and caregivers on the burden of colo-
rectal cancer associated with treatment in VA facilities as
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part of this quality improvement effort. These items are
expected to draw heavily from CanCORS surveys.

Improving Clinical Effectiveness Measurement
National studies have been instrumental in building the
evidence base of what constitutes quality of care in com-
munity settings and in identifying the gaps in quality that
need attention. However, they have not built an infra-
structure of standardized, quality-of-care measures that
have been widely adopted by cancer care delivery sys-
tems for quality reporting and improvement. To address
this need, the NCI partnered with the Centers for Disease
Control and Prevention (CDC), the CMS, and the Agency
for Healthcare Research and Quality in 2004 in a new ini-
tiative. These four agencies contracted with the National
Quality Forum (NQF) to create the Cancer Care Quality
Measures Project, an effort to seek broad national volun-
tary consensus on a set of national performance mea-
sures, or NQF consensus standards, that could be used to
assess the quality of cancer care in the United States and
create a framework for reporting and updating these mea-
sures.'® The NQF project developed a set of measurement
priorities for cancer care quality, and it conducted a
review of existing measures in the areas of breast cancer
diagnosis and treatment, colorectal cancer diagnosis and
treatment, and symptom management and end-of-life
treatment. It then endorsed a set of core measures in each
of these areas for use in one or more of the following
areas: provider accountability for quality, quality im-
provement, population-based surveillance, and research.

The breast and colorectal cancer measures endorsed
by the NQF in 2006 have been incorporated into the
accreditation program of the Commission on Cancer
(CoO) for community cancer centers. These measures
include semiannual reporting by these centers on quali-
ty-of-care indicators established by the CoC. Rapid im-
plementation was facilitated by a research partnership
between the NCI and the CoC in 2006 to develop and
test reporting templates for hospital-based cancer reg-
istries to report these measures to the CoC and receive
feedback from the Commission on their adherence with
the measures. By 2008, 1,460 accredited CoC-approved
community cancer centers were reporting on their
adherence to these quality measures twice annually and
working on projects to improve data completeness and
performance.’ The research partnerships established
between the NCI, other federal agencies, the NQE and the
CoC were essential for the rapid development, refine-
ment, and dissemination of these measures in communi-
ty cancer centers across the United States.

Improving the Understanding of HRQOL

The NCI has partnered with six NIH institutes to sponsor
studies to assess and improve quality of care through
patient-reported outcome measures. The Patient-Reported
Outcomes Measurement Information System (PROMIS),
an initiative funded by the NIH Roadmap,?® was award-
ed in August 2004 to six academic-based research sites
and a statistical coordinating center.?! The broad objec-
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tives of the PROMIS are (1) to develop and test a large
bank of items measuring patient-reported outcomes
related to physical and emotional HRQOL, (2) to create
a computerized adaptive testing (CAT) system that
would allow for efficient, psychometrically robust assess-
ment of patient-reported outcomes in clinical research
and practice involving a wide range of chronic diseases
(including cancer), and (3) to create a publicly available
system that could be added to and modified periodically
and that would allow clinical researchers and practition-
ers to access a common repository of patient-reported
outcome items suitable for CAT system applications.
The NCI awarded a cancer-specific component to
the PROMIS that includes the development of addition-
al cancer-relevant patientreported outcome domains
(eg,illness impact, sexual function, sleep/wake function,
perceived cognitive functions).?> The NIH research
partnership has been useful in developing these cancer
domains in a manner that will allow application in other
disease domains as appropriate. Although the initial
phases of PROMIS are focusing on measurement to sup-
port clinical trials, the investigators have developed a
Web-access PROMIS assessment center that contains
research tools for applying these items to a wide variety
of research applications, including clinical practice
improvement.? In 2008, the NIH approved a second
round of applications for the PROMIS initiative, and
these may include the deployment of items banks and
CAT in clinical practice.?* The PROMIS has great poten-
tial to support standardized quality-of-care outcome
indicators in a quality improvement framework.

Fostering the Development of Patient-Centered
Measurement

A key challenge for cancer care delivery systems is to
improve the patient experience of cancer care. The
Institute of Medicine recently noted the gaps in care for
cancer patients needing psychosocial services and sup-
port, including a need for improved communication
between health care providers and their cancer
patients and survivors.** The NCI has launched a patient-
centered communication initiative to address these gaps
in care. One of the first products of this effort was the
2007 monograph titled Patient-Centered Communica-
tion in Cancer Care: Promoting Healing and Reducing
Suffering, which outlined six core functions of patient-
clinician communication that are central to patient-
centered cancer care.?® These core functions are man-
aging uncertainty, responding to emotions, exchanging
information, enabling patient self-management, fostering
healing relationships, and making decisions. The NCI is
currently partnering with the Agency for Healthcare
Research and Quality and its integrated delivery system
research network to identify specific domains and sub-
domains that characterize each of the six functions of
patient-centered communication and to identify candi-
date measures and data collection methods. The goal is
to test their feasibility for data collection, reporting, and
improvement in cancer programs.?’” The NCI hopes this
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effort will stimulate research initiatives to place increased
attention on developing the types of measures and inter-
ventions for cancer programs that can effectively address
the emotional, physical, and social sequellae that patients
experience with cancer treatment.

Data Infrastructure Partnerships

Another area of research activity in the NCI is the devel-
opment of robust population-based data initiatives that
employ indicators of quality to inform the nation on the
quality of cancer care delivery. Cancer research benefits
from the deployment of a strong cancer registry system
that provides information on cancer incidence and mor-
tality, as well as the use and costs of certain cancer ther-
apies. Health care researchers and policy makers have
expressed a growing desire to extend the ability of these
surveillance systems to not only inform research on the
cost, access, and quality of cancer services, but also mea-
sure other patient-reported outcomes of care, including
HRQOL and patient experience with care. This section
highlights some benefits of the partnerships that the
NCI has created or is developing to extend the ability of
cancer registries to support these interests.

Building a Consortium of Research Sites to
Improve Breast Cancer Screening

The most longstanding of the NCI'’s data infrastructure
projects is the Breast Cancer Surveillance Consortium
(BCSC). Initiated in 1994, the BCSC is the foremost
research resource dedicated to understanding the
determinants of high-quality mammography in commu-
nity practice in the United States.?® The Consortium
currently consists of a statistical coordinating center
and five data collection and research sites working
under NCI sponsorship. BCSC sites are academic-based
researchers who are working with cancer registries
and/or community radiology facilities to study the com-
bined and individual effects of breast density, age, and
hormone replacement therapy on the accuracy of
screening mammography. They also are conducting
screening accuracy audits with feedback to mammog-
raphy facilities, monitoring improvements in existing
technology, and tracking changes in the use of technol-
ogy. BCSC investigators have published more than 290
papers examining factors associated with high-quality
screening mammography in more than 2 million women,
including 86,700 women with cancer.?

Broadening the Ability to Assess Quality of Care

The NCI has improved the utility of cancer registry pro-
grams by partnering with the Surveillance, Epidemiolo-
gy and End Results (SEER) Program registries and the
CMS to link cancer registry databases to insurer data,
including those from the Medicare and Medicaid pro-
grams. SEER-Medicare data include cases for the years
each registry has been part of the SEER Program and
include more than 2.4 million persons with cancer. The
SEER-Medicare-linked database, identified by the Insti-
tute of Medicine as one of the few national resources
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for examining the quality of care,! has enabled the
assessment of cancer histology, treatment utilization,
variation, and cost, resulting in more than 250 peer-
reviewed SEER-Medicare publications in the past 10
years on the quality or cost of cancer care for Medicare
beneficiaries.®® Examples of the types of studies
regarding quality of care supported by SEER-Medicare
that are unavailable through SEER data alone include
investigating patterns of care for persons with cancer
before a cancer diagnosis and during long-term follow-
up. Registry-based surveillance systems have greatly
expanded our knowledge about the dissemination and
diffusion of recommended therapies and gaps in care
throughout the cancer care continuum, and these sys-
tems are especially useful for investigating the quality
of care of vulnerable populations based on age, race,
and the availability of insurance.

Research findings from studies sponsored through
SEER-Medicare research partnerships have been used
to develop educational and training opportunities to
increase adherence to state-of-the-art cancer therapy in
community practice. For example, Schrag et al®! used
SEER-Medicare data to identify an expanded use of adju-
vant chemotherapy for Medicare beneficiaries with
stage II colon cancer despite uncertain evidence. These
findings influenced clinical guideline development and
updates for practicing oncologists.3?

Enhancing Dissemination Studies of
Evidence-Based Therapies

In cancer especially, research and practice have benefit-
ed from highly developed cancer registries at state,
regional, and national levels that measure and monitor
cancer incidence, stage at presentation, initial treat-
ment, survival, and mortality. For example, the NCI'’s Pat-
tern of Care/Quality of Care studies enhance the NCI'’s
SEER hospital-based registry with detailed data on can-
cer therapy from physicians’ offices, thereby allowing
researchers to investigate the adoption of recommend-
ed therapies for initial treatment for the most common
cancers.”® The NCI's patterns of care studies cover a
20-year period between 1987 and 2007 and address
more than 20 cancer sites. These data provide impor-
tant information on the receipt of cancer therapies not
well documented in hospital records. These include, for
example, data on hormonal therapy or chemotherapy.
The NCI has used these data to develop educational and
training opportunities that improve the use of state-of-
the-art cancer therapy in community practice. In par-
ticular, patterns of care/quality of care research findings
on the dissemination of cancer therapies into commu-
nity practice have been examined and linked to the NIH
Consensus Development Conference Statements and
the NIH Clinical Alerts and Advisories.>*¢ Approxi-
mately 25 articles have been published from these data,
providing national population-based information on
whether treatment dissemination into community prac-
tice adheres to consensus guidelines, possible determi-
nants of dissemination, and variations in therapy.>’
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Tracking HRQOL for Cancer Patients

Enrolled in Managed Care

The NCI also has enhanced existing population-based
outcomes research to focus on the HRQOL of cancer
patients and survivors. Building on the success of the
SEER and SEER-Medicare data sets described above, the
NCI has partnered with the CMS to successfully link SEER
to the Medicare Health Outcomes Survey (MHOS) as a
means to better understand how health plans address the
HRQOL of cancer patients and survivors in comparison
to other plan enrollees.*® The MHOS is an annual self-
report survey of the physical and emotional status of
a random sample of 1,000 enrollees in all Medicare-
Advantage health plans. Respondents are resurveyed 2
years later if they are still enrolled in the same plan. The
CMS uses the MHOS to monitor whether the HRQOL of
Medicare beneficiaries enrolled in managed care is im-
proving, staying the same, or declining. The MHOS col-
lects a variety of data on demographics, comorbidities,
and symptoms, but its primary strength for cancer out-
comes research is the inclusion of the SF-36 Medical
Outcomes Study form, a well-validated tool for measur-
ing and comparing HRQOL across diseases.” Early
research suggests that disparities exist in HRQOL across
different races, ethnicities, and cancer diagnoses.®® The
NCI and the CMS have linked SEER and MHOS respon-
dents from 1998 to 2001 and are currently working to
expand the linked data set through 2006. Once com-
pleted, the data set will provide HRQOL data on more
than 50,000 cancer patients and survivors and more
than 250,000 individuals without cancer. Efforts are
underway in 2009 to develop a public research resource
similar to the NCI SEER-Medicare data resource so that
external investigators can access these data for studies
on the quality of life of Medicare managed care enrollees
with a diagnosis of cancer.

Increasing the Understanding of Patient-Centered
Care for Cancer Patients and Survivors

The NCI is working with the CMS to link SEER data to the
Consumer Assessment of Health Providers and Systems
Survey (CAHPS). The CAHPS survey is the preeminent
public domain resource for measuring and reporting on
the patient experience of care in health plans, hospitals,
other health facilities, and physician groups.4> Medicare
enrollees use CAHPS to compare and select health plans
and hospitals.¥ Among the patient experience domains
contained in CAHPS are access to care and doctor-patient
communication, which are areas of particular importance
to cancer patients and survivors.“# More than 500,000
individuals respond to CAHPS each year. Linking SEER
data to the CAHPS will provide the first population-based
assessment of patient experience in the Medicare pro-
gram for cancer patients and survivors compared with
Medicare beneficiaries never diagnosed with cancer. This
data set, expected to become available in 2010, will great-
ly facilitate population-based cancer research and surveil-
lance on how well the Medicare program achieves
patient-centered care for cancer patients and survivors.
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Private Sector and Government-Sponsored
Delivery Partnerships

Improving the ability to measure and monitor the quali-
ty of care in cancer delivery settings is important
because it helps identify gaps in quality and opportuni-
ties to improve community practice. Research partner-
ships in this arena facilitate the development the data
infrastructure as well as knowledge about how to deploy
these measures in observational and clinical studies and
in quality improvement projects. Measurement research
partnerships are necessary, but they are not a sufficient
condition for improved practice. Practice-based
research partnerships with publicly and privately spon-
sored delivery systems also are required in order to
apply research-based interventions in organizations to
change patient care systems, provider behavior, and
patient engagement in ways that support evidence-
based practice once opportunities for improvement are
discovered. This has been referred to in the literature as
an important element of translational research, or getting
from “the bench to the bedside”# Failure to do this
effectively has been identified as an important reason for
the long lag time from research to practice.?’

The NCI has invested in research partnerships with
private-sector delivery systems to link research and
practice. The following examples illustrate the strengths
of these partnerships.

Examining the Quality of Care Delivered by
Community Health Plans

The Cancer Research Network, a consortium of 14
major not-for-profit integrated delivery systems, is pro-
viding a mechanism for NCI to use multiple perspec-
tives to more rapidly examine the quality of care deliv-
ered by health care organizations.*® This consortium
has sponsored quality-of-care research across the can-
cer care continuum, including studies of methods for
improving tobacco cessation programs (prevention),
the impact of the lack of cancer screening and early
detection on the incidence of breast and cervical can-
cers diagnosed at late stages (screening), breast cancer
treatment effectiveness in older women (treatment),
and clinical and pathologic predictors of recurrence
after ductal carcinoma in situ (survivorship).#>° The
contributions of data from each member organization
to a common data warehouse have enabled the Cancer
Research Network to create large standardized data sets
across multiple plans to support a variety of quality-of-
care studies. This research platform has been especial-
ly important in explicating how race and ethnicity con-
tribute to gaps in quality of cancer care.>!

Extending Evidence-Based Practice to

Community Cancer Centers

The NCI Community Cancer Centers Program (NCCCP)
was created in 2007. This pilot program extends research
and evidence-based practice beyond NCl-sponsored
comprehensive cancer centers to the communities
where cancer patients live.>? The NCCCP is composed of
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10 geographically distributed non-profit community-
based cancer centers. The 10 sites include two multihos-
pital systems, one of which has three and the other five
affiliated hospital cancer centers. Sixteen cancer centers
are included in the pilot.

All NCCCP pilot sites are required to pursue
improvement activities in the following six core pro-
gram components: reducing health disparities, improv-
ing quality of care, enhancing survivorship programs,
implementing biospecimen collection protocols, devel-
oping plans for integrated health information technolo-
gy, and increasing clinical trial accrual. NCCCP projects
regarding quality of care involve expanding multidisci-
plinary center cancer care, improving adherence to evi-
dence-based practice,and implementing genetic testing
programs. Pilot sites are encouraged to coordinate proj-
ect activities and work with external research partners
where appropriate. NCCCP projects include forming a
quality improvement collaborative among the sites and
with the American College of Surgeons/Commission on
Cancer. The collaborative is working to improve the
capacity of the sites to collect the NQF-endorsed breast
cancer diagnosis and treatment and colorectal cancer
clinical effectiveness measures described earlier. The
goal will be to share performance data and best prac-
tices among the sites so that all sites improve their per-
formance in collecting and reporting these data and
engage in systems change where necessary to improve
adherence to evidence-based care.

Developing a Working Model for Quality-of-Care
Research Across Federal Agencies

The NCI also has engaged with government-sponsored
service delivery programs. The following highlights
unique aspects of this kind of initiative.

A final area of practice-based research includes NCI
partnerships with government-sponsored delivery pro-
grams as part of the Quality of Cancer Care Committee
(QCCCO). The QCCC was established as part of the wider
NCI Quality of Cancer Care Initiative launched in 1999
and is designed to focus on cancer as a working model
for quality-of-care research and application across feder-
al agencies.”> The aim of the QCCC is to promote col-
laborative research to improve the state of the science
for defining, monitoring, and improving the quality of
cancer care in federally sponsored health care pro-
grams. Part of its mission is to promote research to
ensure that the best evidence is used for decision-mak-
ing in coverage and delivery of services and that
research efforts address evolving questions in care deliv-
ery, benefit coverage, regulation, and standard setting.

In 2002, the NCI embarked on a QCCC collaboration
with the CDC and the Health Resources and Services
Administration (HRSA) to launch the Health Disparities
Cancer Collaborative (HDCC). This project was part of a
broader HRSA Disparities Collaborative initiative called
the Breakthrough Series, which was implemented for
several disease areas by the Institute for Healthcare
Improvement, a nonprofit organization that works with
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health care organizations to improve health care
processes and results.>* The Cancer Collaborative adapt-
ed elements from the chronic care model developed by
Wagner et al® to improve the quality of breast, colorec-
tal, and cervical cancer screening and follow-up. Twen-
ty-three community health centers participated in the
Cancer Collaborative from 2003 to 2005. The collabora-
tive learning model involved three in-person sessions
and the expectation that local teams would be organized
at HRSA-sponsored community health centers to pursue
the Plan/Do/Study/Act cycles that identify deficiencies
in quality, implement quality improvement interven-
tions, and measure the resulting change. Participating
health centers reported and shared quality improvement
experiences during three annual learning sessions and
talked by teleconference monthly. The HDCC developed
and tested an Internet-accessible package of informa-
tion, software, and written materials to support planned
cancer screening programs throughout HRSA’s Bureau of
Primary Health Care. At baseline in 2003, HDCC cancer
screening rates were 58% for breast cancer, 69% for cer-
vical cancer, and 20% for colorectal cancer. By 2005, the
majority of participating centers had experienced
improvement in screening rates, ranging from a low of
56% of centers for colorectal cancer to a high of 75% of
centers for cervical cancer.® The HRSA has decided that
improvements for the HDCC were sufficient to imple-
ment features of the program in HRSA/BPHC-supported
health centers nationally in order to obtain similar can-
cer screening improvements elsewhere.

The NCI also has a QCCC research partnership
with the VA to launch a Colorectal Cancer Quality Mon-
itoring System (CCQMS). The purpose of this research
project is to improve care based on a surveillance and
reporting system from VA electronic medical records,
which can identify and track VA patients with a con-
firmed diagnosis of colorectal cancer during the calen-
dar years 2005 to 2007.57 The CCQMS project was an
outgrowth of the VA’s participation in the CanCORS
project described earlier. The CCQMS includes detailed
data indicators of National Comprehensive Cancer Net-
work (NCCN) treatment guidelines that enable VA facil-
ities to evaluate the concordance of cancer treatments
given to veterans diagnosed with colorectal cancer
with established standards of quality of care for co-
lorectal cancer care.”® Quality-of-care indicators were
developed that identify receipt of essential therapies
(eg, adjuvant chemotherapy for stage III colorectal can-
cer patients) as well as critical time intervals for receipt
of care (eg, time between diagnosis and treatment).
Twenty-eight VA medical centers participated in the
pilot study and in the development of the data collec-
tion and reporting tool. Facilities received ongoing
reports about their center’s concordance with NCCN
guidelines. In addition, several of these centers partici-
pated in an Institute for Health Improvement quality
improvement initiative to learn how to effectively inter-
vene with these data to improve performance. The VA
CCQMS project has collected data on approximately
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1,400 colorectal cancer patients. The results of the
pilot are still under review.>

In 2008, the NCI and the VA enhanced the CCQMS
pilot by adding an additional, and complementary, com-
ponent to measure patient-reported outcomes focused
on experiences with colorectal cancer care and
HRQOL. The VA medical centers in Durham, North Car-
olina, and Minneapolis, Minnesota, are developing a
patient survey to collect these data.®® The project will
test the feasibility of collecting and reporting data on
a broader spectrum of quality than that already found
in the CCQMS clinical effectiveness indicators. The
domains under development include doctor-patient
communication, coordination of care, and shared deci-
sion-making. In addition, logistical issues such as time-
ly patient identification, survey administration, analysis,
and reporting will be investigated to align the survey
data with the clinical effectiveness data in the CCQMS.
The goal is to create a more comprehensive data set for
quality intervention and improvement.

The Value of NCI Partnerships on
Quality-of-Care Research

The partnerships reviewed in this paper have provid-
ed important benefits and “spill-over” effects that
demonstrate the leverage potential of these mecha-
nisms to advance quality-of-care research. Linking aca-
demic researchers with population-based quality-of-care
data partnerships improves the productivity of investiga-
tor-initiated researchers, as witnessed by the growing
publication record of researchers using the BCSC and
SEER-Medicare data resources. These partnerships also
have altered care in the United States, as witnessed by the
results of the HRSA Cancer Collaborative pilot that were
eventually adopted nationwide by health centers spon-
sored by the agency. These partnerships also enable
NCI-sponsored research to learn from and contribute to
research activities in other disease areas. For example,
the NCI has benefited from the NIH research partnership
in PROMIS in developing cancer-specific item banks for
HRQOL measures. In addition, the VA is adapting the
CCQMS to quality-of-care research applications in stroke
and muscular dystrophy (D. Provenzale, MD, oral commu-
nication, November 2008).

These partnerships also spawn new research initia-
tives unanticipated when the partnership started. For
example, future plans are underway to adapt the
CCQMS tool to the Department of Defense electronic
medical record to support a pilot program among treat-
ment facilities that serve active duty military and
retirees and their dependents who are diagnosed with
colorectal cancer.®’ The Department of Defense also is
interested in collecting data on HRQOL and patient
experience as part of the pilot research program. If
successful, this model will increase the ability to effec-
tively target quality-of-care interventions by enabling
the VA and the Department of Defense to work coop-
eratively within a common measurement framework
that supports initiatives to improve patient-centered
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care for colorectal cancer patients served within their
respective health systems. Similarly, the NQF cancer
measures project identified an important characteristic
of current cancer registry systems that limits the utility
of cancer-registry data to support routine quality-of-
care measurement and surveillance monitoring —
namely, the long lag time often associated with the col-
lection and release of these data by registries to health
care organizations and researchers. The NCI is current-
ly partnering with the Commission on Cancer and
NCCCP pilot sites in a test of a rapid quality reporting
system that will enable close to real-time reporting of
quality indicator data based on the NQF-approved
breast and colorectal cancer clinical effectiveness mea-
sures.®> The rapid quality reporting system pilot will
test whether active surveillance of breast cancer and
colorectal cancer patients and reductions in the lag
time in reporting quality indicators from a period of up
to 2 years to a period of a few months or weeks accel-
erates the adherence of community cancer centers to
recommended therapy as defined by these measures.

Conclusions

This overview summarizes how the NCI strategic part-
nerships are using research to inform and improve
quality of cancer care delivery. This is a relatively new
approach to research sponsorship, and the importance
of many of these partnerships has yet to be determined
as we await their impact on outcomes. Yet, we have
learned some preliminary lessons. Academic-based, inves-
tigator-initiated research is essential for developing the
measurement and interventional tools that help us
understand why quality of care is a problem in cancer
care delivery and the implications for outcomes that
matter — survival, patient experience, and HRQOL.
However, robust surveillance systems, dissemination
research, and interventional research also are needed to
put this evidence into practice to improve the quality of
cancer care. These research programs often benefit from
sound partnerships between research organizations and
organizations that pay for, regulate, and deliver cancer
care services. More work is needed to explore methods
to more effectively incorporate academic researchers as
part of these partnerships, given their potential to
enhance research productivity and innovation and facili-
tate rapid dissemination of findings into practice.

The NCI's research priority in quality of care has ben-
efited from a diverse array of these partnerships, both in
the value they add to research studies of quality of care
and in their contribution to understanding how evidence
is translated into practice. However, more knowledge is
needed concerning the mechanisms by which translation
is both successful and sustained through these partner-
ships. Strategic partnerships with these organizations are
therefore critical to achieving the NCI’s research objec-
tives in improving the quality of care. The NCI will con-
tinue to explore ways to create better synergy between
investigator-initiated research and these strategic partner-
ships to assure that the incorporation of scientific evi-
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dence on the quality of cancer care (once developed and
validated) into practice can be accelerated.

Appreciation is expressed to Anne Rodgers for ber
editorial assistance through several versions of this
manuscript.
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