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Abstract

Comparative effectiveness research fundamentally reorients how clinical evidence is generated
and used with the goal of providing actionable information to decision-makers. To achieve this, it
is vital that decision-makers and the research enterprise are engaged from research inception, to
evidence generation and translation. Practice-based research networks are affiliated clinicians in
diverse communities with the goal of conducting research to improve care. Practice-based research
networks have the potential to advance all phases of the comparative effectiveness research cycle.
The aim of this paper is to explore current and potential roles of practice-based research networks
in conducting comparative effectiveness research.
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Clinicians, patients and policymakers confront medical decisions on a daily basis with an
evidence base that often falls short of providing the critical information needed about
comparative harms and benefits of interventions [1]. Initially documented over 30 years ago,
unexplained variation in medical practice is a major symptom of this chasm in our evidence
base [2]. Spurred by the growing recognition that unexplained practice variation contributes
to unsustainable healthcare spending with limited association to improved outcomes, the
USA has made new and substantial investments in comparative effectiveness research
(CER) [3]. The primary intent of CER is to guide the generation and synthesis of a stronger
evidence base to inform everyday healthcare decisions. Unlike the dominant paradigm for
developing new medical treatments using placebo-controlled comparisons and surrogate
measures of efficacy in select populations, CER is focused on comparing patient-centered
benefits and harms of relevant and competing treatment strategies in diverse real-world
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populations. Put simply, CER is intended to directly inform the decisional dilemmas and
comparisons patients and clinicians face according to the priorities and outcomes that are
most meaningful to them. Practice-based research networks (PBRNS) are networks of
mainly primary care clinics that conduct research to inform and improve practice-relevant
questions and may provide unique and important opportunities for CER. The goal of this
paper is to explore current and potential roles of PBRNSs to perform and advance the goals of
CER.

CER in the USA

CER arose from recognition that there is a gap between the research that is conducted and
the decision dilemmas of patients, clinicians and other healthcare decision-makers. The
mismatch between the products of our current research enterprise, dictated largely by the
regulatory environment (e.g., approval for marketing by the US FDA), and the needs of
decision-makers is a central theme behind many CER-related legislative initiatives of the
past 10 years. The USA laid the foundation for a coordinated CER effort with the creation of
the Effective Health Care Program within the Agency for Healthcare Research and Quality
(AHRQ) through the Medicare Modernization Act in 2003. The most recent and largest
investments have been achieved through the American Recovery and Reinvestment Act
(ARRA) in 2009 and the establishment of the Patient-Centered Outcomes Research Institute
(PCORI) through the Patient Protection and Affordable Care Act (PPACA) in 2010. The
guiding principles for these investments are summarized in two landmark reports from the
Federal Coordinating Council (FCC) for CER and the Institute of Medicine (IOM) Initial
National Priorities for CER. Both the IOM and FCC reports clearly identify the need for
innovation and methods advancement with respect to existing and new data resources [4,5].
Specifically, the IOM and FCC reports highlight community and practice-based research as
potential assets to leverage for future CER as follows:

»  “Successfully examining and evaluating a range of interventions that are effective
for priority populations will require a broad range of potential data sources and
infrastructure investments. In addition to traditional patient registries and
systematic reviews, the inclusion of distributed data networks that utilize
community-based infrastructure, such as Federally Qualified Health Centers, will
be an important asset in broadening the tools to evaluate effectiveness in various
priority populations” — 2009 FCC Report to the President and Congress, page 23

[4];

»  “Practice-based research networks are designed for research on clinical practice and
quality improvement activities. These networks generate both primary and
specialty care data, often using data gathered prospectively for the purpose of
research (in contrast to most existing data from practice, which document routine
clinical care and may have important limitations for research purposes). These data
may thus provide detailed clinical information from settings not captured in large
integrated systems” — 2010 IOM Report: Initial National Priorities for CER, page
151 [5].

It is clear from these guiding documents that a robust CER program must embrace a
diversity of methodological approaches and settings in order to fulfill the promise of CER
for decision-makers. Because PBRNSs straddle the divide between research and practice, they
may be uniquely suited to confront the challenge that CER is a direct response to, namely,
generating a more clinically useful evidence base. However, work is necessary to ensure that
methodological standards advance to confer acceptable validity and efficiency in this
endeavor.
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Practice-based research networks

PBRNs have a long history of addressing research questions informed by, and of importance
to, practicing clinicians. PBRNs are defined by the AHRQ as: *“a group of ambulatory
practices devoted principally to the primary care of patients. Typically, PBRNs draw on the
experience and insight of practicing clinicians to identify and frame research questions
whose answers can improve the practice of primary care. By linking these questions with
rigorous research methods, the PBRN can produce research findings that are immediately
relevant to the clinician and, in theory, more easily assimilated into everyday practice”
[101].

Over the past 30 years, the PBRN landscape has grown in number and diversity, evolving
from individual clinicians and their recorded observations about clinical encounters, to
networks of well-supported, but distinct, clinical care sites [6]. Many consider the
Ambulatory Sentinel Practice Network (ASPN), established in 1981, to be the first US
PBRN [6,7]. The early work of ASPN clinicians addressed clinical uncertainties regarding
treatment and management of headache, pelvic inflammatory disease and miscarriage. These
seminal studies were critical in demonstrating that community-based physicians could
generate important research findings within the context of their clinical practices [6].

Currently there are 152 PBRNs (135 primary care and 17 affiliates [dental, pharmacy,
international]) registered with the AHRQ PBRN Resource Center [102]. These networks
care for 53 million people in 16,900 practices and average 4.9 studies conducted in the last
year. Two-thirds (66%) of the practices use electronic health records (EHRs). Clinicians are
drawn to participate in PBRNs in order to answer questions directly relevant to their practice
with the goals of improving the quality of practice and the health of their community [8].
While originally focused on care delivery in primary care, PBRNs have emerged in a
diversity of settings, regions, sizes and research capacities. PBRNSs also represent a diversity
of research foci such as rural health, uninsured and underinsured, disparities, and women’s
health. This variety reflects the heterogeneity of clinical practices and populations and the
changing landscape of primary care delivery through the patient-centered medical home and
other innovative models. PBRNSs therefore have the potential to represent ‘real-world’
laboratories for exploring the effectiveness of healthcare interventions and the fidelity of
how they are translated. Additionally, PBRNSs are uniquely suited to understand contextual
factors and evaluate system-level changes in the delivery of healthcare. Because the ultimate
goal of CER is to produce relevant and actionable evidence that is informative for decision-
makers such as physicians and patients, PBRNs may be uniquely positioned to move CER
forward with respect to primary evidence generation, comparative evidence translation and
future research prioritization. Understanding which features of PBRNs are suited to which
types of CER research is important. In the sections that follow we present CER areas that
may be well suited to PBRNS.

The role of PBRNs in pragmatic clinical trials

For every 113 patient visits to a primary care physician there is less than one (0.7%)
admission to an academic hospital, yet most clinical research is conducted in academic and
tertiary care centers [9].

Improving the efficiency and utility of clinical trials conducted in real-world settings is a
high priority for CER [10]. The diverse patient populations of PBRNs enables them to serve
as valuable platforms for conducting pragmatic clinical trials that will generate evidence
broadly generalizable to real-world conditions. While clinical trials require extensive
additional resources for data collection, protocol-mandated follow-up and intervention
facilitation (e.g., randomization and allocation concealment if specified), making trials
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challenging for community-based clinics, PBRNs have been successful in conducting
clinical trials [11-13]. Inclusion of busy primary care clinics within a clinical trial
necessitates that the trials be minimally intrusive on the delivery of patient care. Given the
competing priorities of detailed data entry and other trial processes with priorities of
efficiency and reduced interference in usual care, practices and networks that have robust
EHRs capable of automating certain types of data collection might be better suited to
participate in clinical trials and other CER research [14]. An example of this potential is the
Distributed Ambulatory Research in Therapeutics Network (DARTNet). DARTNet is a
federated network of over 200 primary care clinics using different, but connected, EHRs to
create a standardized clinically rich data source for conducting clinical research [13]. The
DARTNet system collects over 120 standardized data elements from EHR sources such as
laboratory, imaging, pharmacy and other billing systems among nonintegrated primary care
practice sites. Additionally, DARTNet includes bidirection functionality that enables point-
of-care data collection of specific, nonautomated data elements. Pilot data generated to date
suggest the feasibility of collecting specific data quickly for pressing comparative
effectiveness and harms questions [15]. Through this capacity, DARTNet has positioned
itself to be similar to the UK General Practice Research Database (GPRD) and is a
promising development for future observational and prospective CER.

PBRNs may be particularly well suited in generating evidence about the comparative
benefits and harms of different ways of delivering care. Notably, nearly 25% of the IOM
initial priorities for CER deal with questions about healthcare delivery systems. Topics are
diverse, but many, such as the use of decision support tools, hospital discharge care
coordination and effectiveness of the medical home, are of vital importance to primary care.
Many PBRNs have demonstrated the capacity to perform cluster-randomized trials of
system-level changes such as those suggested in the IOM report [16,17]. For instance, Gill
and colleagues performed a randomized trial of an EHR-based clinical decision support tool
reflecting guidelines on the use of NSAIDs in patients at high risk for gastrointestinal
bleeding [16]. In this study, 27 clinics associated with the Centricity Healthcare User
Research Network, a PBRN focused on improving quality by using a common EHR, were
randomized to either receive the decision support tool delivered through their EHR or usual
care. While the intervention produced modest improvements in adherence to guidelines,
survey data accompanying the rollout also suggested that the intervention did not fit well
within clinicians’ workflow, possibly contributing to the disappointing results. This research
demonstrates the utility of PBRN research by highlighting not only the primary treatment
effect of interest (quideline adherence), but also contextual factors that clinicians must
grapple with in order to effectively translate evidence-based interventions into clinical
practice.

Finally, while patients with complex chronic disease account for a majority of healthcare
spending, they often are not well represented in clinical research [18]. Because CER is
defined by patient-centeredness, quantifying the average treatment effect of a highly
selected study sample is no longer acceptable. PBRNs may have the unique ability to recruit
priority populations that are under-represented in research occurring within an academic
medical center but are encountered routinely by community-based primary care clinicians.
For example, Safety Net West, a PBRN that consists of primarily Federally Qualified Health
Centers, is particularly interested in health disparities research and outcomes in underserved
populations [19]. More broadly, PBRNs exist that focus on a number of under-represented
populations such as rural communities, children’s health, urban communities and women’s
health.
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The role of PBRNs in patient-centered decision-making research

A central tenet of the US CER investment is to reorient the way new medical knowledge is
generated and used. Specifically, evidence should be generated for the express purpose of
informing decision-makers — including patients. However, many decisions that patients and
providers face require complex assessments weighing patient-specific preferences for
multiple outcomes. Preference-sensitive care includes decisions where two or more options
exist, no one option is clearly superior, and patient values and preferences for outcomes
should be used to guide decisions [14]. However, a large literature suggests that decisions
made around preference-sensitive care are often more aligned with their clinicians’ practice
norms and culture rather than the patients’” actual preference for treatment [20]. The
recognition that significant unwanted variation exists in the delivery of healthcare,
especially preference-sensitive care, highlights the critical need for a greater role for
informed decision-making [21]. As a result, both the ARRA and PPACA contain significant
language focused on improving the use of informed and shared decision-making.

Patient decision aids, which are evidence-based tools designed to help patients make
decisions about healthcare choices, hold great promise for improving decision quality and
reducing unwanted variation in the use of preference-sensitive services [22]. The advent of
internet-based decision aids has broadened the potential for uptake in practice. Yet,
integration of decision aids into mainstream clinical care has not achieved widespread
implementation. Supported by the Foundation for Informed Medical Decision Making,
several PBRNs are integrating DVD- and pamphlet-based decision aids into primary care
visits and studying the barriers, facilitators and processes associated with using these tools.
As one of the participating PBRNs, The Oregon Rural Practice-based Research Network is
studying how decision aids for selected preference-sensitive conditions are integrated into
practice in six rural family medicine clinics. For this project, each clinic selected which
decision aid topics were most relevant to their clinic population and have developed and
refined processes to deliver the decision aids using plan—do-study—act cycles that build on
existing staffing, infrastructure and general patient care logistics. A mixed-methods analytic
approach takes into account the complexity issues that occur at the practice, patient and
community level. The ultimate goal of this work is to develop a toolkit that will guide
decision-aid implementation in other family medicine sites. In general, providers in these
practices have been receptive to using decision aids and patient survey data indicate decision
aids are valuable to participating patients for clarifying values and preparing for discussions
with their provider. During the process, network-associated practice facilitators, who work
within PBRNS to assist practices with research and quality improvement activities, were
recognized as important components for implementation. Decision aids represent an
important tool for translating comparative options for patients and their care providers.
PBRNSs are a logical environment for studying the extent to which decision aids can
efficiently be incorporated in practice.

At a more basic level, PBRNSs are also positioned to gather rich data on patient-centered
outcomes in diverse populations, practice settings and the contextual factors that drive
decision-making. Horn and Gassaway provide a conceptual framework describing how
practice-based evidence fills voids left by traditional efficacy research by embracing patient,
treatment and outcome heterogeneity [23]. By exploiting the collection of comprehensive
data describing how interventions are delivered, to whom, under what circumstances and the
resultant patient-reported outcomes, evidence can be made more clearly translatable to
practices as well as relevant to patients.
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The role of PBRNs in setting research priorities

While PBRNSs have been described as real-world laboratories or platforms for translational
activities, this is not their only role. In 2007 the AHRQ developed a PBRN Master Contract
Program involving ten productive PBRNSs. During this 4-year program, 21 task orders were
assigned to these contractors addressing a range of topics, including practice redesign,
quality measurement methods, patient safety, primary care linkages with community
resources and clinical topics including the management of methicillin-resistant
Staphylococcus aureus and sleep apnea [24]. Another important component in the US CER
effort is engaging decision-makers (e.g., patients, clinicians, policymakers and so on) and
other stakeholders throughout the research process, but particularly at the priority setting
stage and topic selection. The USA has made significant steps ensuring that research dollars
flow to answer priority questions using the most appropriate methodological approaches,
most notably through the recent establishment of the PCORI. Uncertainties arise every day
in clinical practice that are major drivers of unexplained practice variation and the high cost
of healthcare. PBRNs have the ability to direct research that fills the gaps that are most
relevant for member clinicians. Westfall and colleagues envision PBRNS as a “two-way
interface between the basic science laboratory and clinical practice” [25]. PBRNSs can help
reframe existing priority areas by drawing on the collective wisdom of community clinicians
and/or patients. For example, an early ASPN study confronted the NIH Consensus
Guidelines recommending computed tomo graphy scanning for new-onset headaches, which
at the time recommended imaging in patients whose headaches were severe, constant,
unusual or associated with neurological symptoms [26,27]. Because presentation of severe
headache in a primary care setting is not uncommon, the implications of adhering to NIH
guidelines would be onerous and costly. To reconcile this, ASPN conducted several surveys
to assess current practice and outcomes for clinicians treating patients with headache. This
study found that use of computed tomography imaging in patients with a new headache was
very low, and diagnosis of severe intracranial disease not strongly associated with symptoms
that the guidelines would prompt for imaging. These observations were important in
confirming the practice approaches used by many family practice clinicians within ASPN. It
is through observations such as this that future research questions can be framed
appropriately with comparisons, outcomes and contextual limitations.

Synergy between PBRNs & clinical & translational science awards

Nearly a decade ago, the NIH released a report ‘Reengineering the Clinical Research
Enterprise’ or the ‘Roadmap’ initiative, which introduced Clinical and Translational Science
Awards (CTSAS). The goals of CTSAs are to accelerate the conduct and translation of
biomedical research, reduce the time to bring innovation from ‘bench to bedside’, and bridge
the chasm between discovery and translation into routine clinical practice [7,25,28]. It is
widely recognized that even when new technology and evidence is developed, a lag of
diffusion into clinical practice is often present. Balas and Boren estimate it takes 17 years to
translate 14% of original research into behavior changes that benefit patients [29]. CTSAs
bring renewed energy to moving new drugs, devices and other techno logies into the clinical
research sphere. While a major focus of CTSASs is to stimulate basic science results into
human trials (T1 research), an equally important, and often overlooked, translational aspect
occurs when practicing clinicians implement new medical knowledge into routine clinical
practice (T2) or what is sometimes termed ‘bench to behavior’ [30-33]. Westfall et al.
further dissected clinical translation into a third component (T3) that refers to practice-based
research and is primarily focused on determining how and why medical knowledge is
translated [25]. PBRNSs are often described as the proving grounds for new therapeutic and
diagnostic approaches [34]. In their study evaluating clinician approaches to managing
laboratory test results, Mold ef a/. demonstrate how PBRN-generated evidence is often

J Comp Eff Res. Author manuscript; available in PMC 2012 November 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hartung et al.

Page 7

quickly adopted [35]. In this study, surveys were used to identify how clinicians manage
several specific steps related to laboratory results. After describing a unified approach for
tracking results, notifying patients, documenting notification and ensuring appropriate
follow-up, many participating clinicians were found to have adopted the recommended
management strategy. Examples such as this highlight the importance of practice-based
evidence to the translation of evidence-based practice and the role of PBRNSs as learning
environments for the adoption of best practices. While both CTSAs and PBRNSs offer
promising and complimentary avenues to generate and translate research into practice, their
roles and relationships with each other are evolving and have yet to reach full capacity [36].

PBRN director survey

In an effort to better understand how the PBRN community views their role in conducting
CER, we developed a short survey for PBRN directors through the AHRQ PBRN Resource
Center Listserv of primary care networks. The web-based survey was sent via email to 118
directors using SurveyMonkey ™ and consisted of six questions that explored directors’
knowledge, interest and perception of CER within their PBRN. Additionally, we queried
directors about the nature and extent of CTSA relationships. The survey was conducted over
3 weeks between 26 August 2011 and 12 September 2011. The survey tool is available in
Supplementary Material 1 (see online at www.futuremedicine.com/doi/suppl/10.2217/CER.
11.7). The Oregon Health & Science University institutional review board approved the
study (IRB# 7631).

We received 49 responses to our survey (49 of 118 = 41.5% response rate). Table 1 shows
that over half (53%) of responding PBRNSs report some engagement with an affiliated
CTSA. Table 2 presents responses of PBRN directors regarding CER activity by CTSA
engagement (minimal, moderate, extensive versus none) and overall to understand how
CTSA affiliation may facilitate CER interest or capacity within the PBRN. Generally,
PBRN directors were uniformly aware of the US CER effort. Over 25% reported that their
PBRN was currently or planning on conducting CER and over 90% of directors felt CER
would be somewhat or very important to their PBRN in the future. PBRN directors were
most strongly interested in observational research or health services research comparing
different practice approaches (98% of respondents reporting moderate or extreme interest),
followed by dissemination studies (88%), and research on informed or shared decision-
making (84%). Approximately 61 and 57% of PBRN directors reported moderate or extreme
interest in clinical trials research and topic prioritization, respectively. PBRN experience
with clinical trials is currently limited and directors’ enthusiasm may be tempered by the
infrastructure and personnel required for execution [11]. Topic prioritization as a PBRN
research activity may not resonate with directors because methods are relatively new or
under development. Interest in clinical trials was higher among PBRNs affiliated with a
CTSA (73 vs 48%). Figure 1 shows that more than 80% of directors expressed moderate or
extreme interest for observational studies, dissemination and translation work, and
qualitative research on informed decision-making. When asked about barriers, funding was
identified as the most significant barrier to conducting CER in PBRNs, with 84% of
directors reporting it as a moderate or significant barrier. Figure 2 describes other barriers
reported by PBRN directors. Access to collaborators, methodological support, practical and
logistic support, and clinician engagement were reported to be a moderate or significant
barrier by approximately 50% of respondents. PBRNs with CTSA engagement were
significantly more likely to be interested in research addressing dissemination of new
evidence compared with non-CTSA PBRNs. CTSA-engaged PBRNs were less likely to
report methodologic support or collaborative opportunity as being a moderate or significant
barrier relative to non-CTSA-engaged PBRNs, although the differences were not statistically
significant. While this survey may be informative for gauging current activities and

J Comp Eff Res. Author manuscript; available in PMC 2012 November 01.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hartung et al.

Page 8

aspirations of PBRNs in CER, limitations exist. Most notably, the response rate was 40%,
leaving open the possibility that our findings may not reflect all PBRNs. Because the survey
was anonymous, we are unable to compare responders to non-responders with respect to
PBRN characteristics. Additionally, because of the short time frame and the brevity of the
survey it was not possible to capture more informative data on specific topic and methods
preferences.

Conclusion

In this paper, we presented potential roles for PBRNs in conducting CER, highlighting three
potential applications. First, PBRNs are staffed with clinicians practicing medicine under
typical conditions in diverse communities and therefore may be the ideal setting for
pragmatic clinical trials. The capacity for conduct of such resource-intensive research likely
varies and needs further investigation. Responding directors were less enthusiastic about
clinical trials research compared with other types of CER. Second, as the CER investment
pays off in terms of patient-centered evidence, translating information will be vital. Tools
that facilitate informed decision-making will be important in translating CER benefit and
harms for patients and providers. The use of decision aids, while promising, may also
require reformulating how care is delivered and decisions are made. PBRNs are well
positioned to understand how decision aids can be best incorporated into clinical practice in
ways that facilitate eventual adoption. Finally, a central tenet of CER is a sustained and
meaningful dialog with decision-makers to both translate findings and inform the research
priorities. PBRN research has traditionally been informed by the needs and concerns of
practicing clinicians. Therefore, PBRNSs, functioning as a bidirectional conduit, have the
potential to assist in future priority setting activities for CER. While intuitively appealing,
PBRN experience with this activity is limited.

While PBRNs seem poised to make meaningful contributions to the CER landscape, it is
important to acknowledge limitations and barriers that they may confront. First, PBRN-
mediated research is predicated on clinician participation. Research that interferes with
clinic operations and practice flow is likely not going to be appealing. PBRN research is
done best when it operates on the fringe of clinical practice or is directly aligned with a
clinic’s current priorities for organizational change. Research that is not predominately
conducted by clinic personnel and requires extensive onsite visits by study staff may not
optimally reflect real-world conditions and will be expensive. Finally, while PBRNs present
opportunities to study common diseases and risk factors, they may be less well suited to
studying rare disease.

Future perspective

We have highlighted several characteristics that may facilitate the conduct of CER activities
within PBRNSs including uniform use of EHR, external practice facilitators to enable practice
flexibility and support of a CTSA. While PBRNs seem well suited to assist in the
prioritization of research because of their proximity to important decision-makers, what is
less clear is the mechanism required to systematically elicit those priorities. Future resources
should be directed towards understanding how the PBRN community can contribute to this
dialog. Our informal survey of directors suggests that PBRNSs are interested, and many
report current engagement, in CER. In addition to generating new evidence and serving as
laboratories for evidence translation, PBRNs can provide a robust link from communities
and practices to academic centers and funders to inform the research agenda. While the US
CER investment begins to bear fruit in terms of evidence generation, infrastructure and
work-force development, much work remains to advance the methodology required to meet
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its full potential. Through methods advancement and providing assistance in overcoming
barriers, CTSAs may play a vital role in enhancing the potential for CER within PBRNs.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Executive summary
Background

»  Despite unprecedented amounts of medical information, patients and clinicians
are making clinical decisions without sufficient, relevant scientific evidence.

» Comparative effectiveness research (CER) seeks to bridge the evidence gaps
faced by patients, clinicians and policymakers by fundamentally altering how
research priorities are set and research is conducted.

CER in the USA

» Centralized federal involvement in CER has evolved and grown over time from
initial modest investments in the Agency for Healthcare Research and Quality
Effective Health Care Program in 2003 to substantial funding through the
American Recovery and Reinvestment Act of 2009 and the Patient Protection
and Affordable Care Act of 2010.

» Federal and Institute of Medicine reports consider practice-based research
networks (PBRNS) as playing an important role in CER.

Practice-based r esear ch networ ks

» PBRNs are collections of ambulatory practices involved in research with the
goal of answering practice-relevant questions that improve care.

« PBRNs are uniquely positioned to conduct research involving diverse patient
populations, explore the translation of new knowledge under real-world
conditions, identify logistic and practical issues critical for implementing
patient-centered decision-making, and serve as vital linkages between the
community and academia in framing future research needs.

Therole of PBRNsin pragmatic clinical trials

»  Pragmatic clinical trials are those conducted under conditions that more closely
parallel actual clinical practice and as such are important to CER.

» PBRNs are well positioned to participate in the conduct of pragmatic clinical
trials.

»  Because of the resource-intensive nature of clinical trials, PBRNSs likely vary in
their ability to undertake this activity.

Therole of PBRNsin patient-centered decision-making resear ch

» A primary focus of CER is promoting truly informed and shared decision-
making between patients and providers.

e The use of decision aids to frame complex preference-sensitive decisions for
patients and clinicians has gained momentum for promoting informed decision-
making but has yet to become integrated in routine care.

» PBRNs are ideally suited to study contextual factors that facilitate or impede use
of decision aids under real-world clinic conditions.

Therole of PBRNsin setting research priorities

» Reflecting community priorities and practice, PBRNSs can serve as a two-way
conduit for both translation of new knowledge and prioritizing and informing
future research directions.
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M No interest Minimal interest Moderate interest [l Extreme interest |

4.1
Research topic prioritization —h 34.7 38.8 184

Qualitative research on informed

or shared decision-making 16.3 42:9 40:8

Studies addressing dissemination
of new evidence

—

22 36.7 51.0

Observational studies or health |2.0

services research comparing different 28.6
practice delivery approaches/methods
Clinical trials directly comparing
different interventions m 26.5 36.7 25
T T T T 1
0 25 50 75 100
Percentage

Figure 1. Practice-based research networks' interestsin compar ative effectiveness research
Directors were asked to rate their practice-based research network’s current interest in
specified areas of comparative effectiveness research according to the following scale:
significant barrier, moderate barrier, minimal barrier or no barrier.
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Figure 2. Practice-based research networks' perceived barriersto compar ative effectiveness
research

Directors were asked to rate specified barriers to conducting CER at their practice-based
research network according to the following scale: significant barrier, moderate barrier,
minimal barrier or no barrier.

CER: Comparative effectiveness research.
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Table 1

Practice-based research network engagement with Clinical and Translational Science Award centers.

Level of engagement Count %
None - no affiliated CTSA at academic health center 17 347
None — CTSA-affiliated investigators have not engaged in PBRN-based research 6 122
Minimal — CTSA-affiliated investigators have proposed or conducted small PBRN-based research projects 6 122
Moderate — CTSA-affiliated investigators are consistent collaborators in PBRN research 12 245
Extensive — CTSA- affiliated investigators consistently collaborate and provide leadership in PBRN-based research 8 16.3

CTSA: Clinical and Translational Science Award; PBRN: Practice-based research network.
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