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ABSTRACT

Translational research seeks to improve health care by promoting action and
change in real-world health care settings. Although translational research advo-
cates a break from the traditional researcher-initiated approach to science,
strategies to successfully engage clinicians and leaders of health care delivery
organizations in research are still under development. We propose that applying
the principles of community-based participatory research in a way that consid-
ers delivery systems—including their leaders, clinicians, and staff—as a focal
community can enhance the ability of translational research to improve health
care. Applying participatory research methods, such as engaging in collaborative
partnerships, building on existing community strengths, investing in long-term
relationships, and engaging in research as a cyclical, iterative process, can be a
successful approach to sustainable quality improvement at the systems level.

Ann Fam Med 2010;8:256-259. doi:10.1370/afm.1117.

INTRODUCTION

ealth care researchers and their funders, including the National

Institutes of Health and the Agency for Healthcare Research and

Quality, increasingly point to translational research as a means
to successfully incorporate research findings into health care practice.'?
Translational research is defined as “the process of applying ideas, insights,
and discoveries generated through basic scientific inquiry to the treat-
ment or prevention of human disease.”® Although the term is often applied
to the bench-to-bedside adaptation of basic science into new treatments,
translational research also describes the translation of promising results
from clinical studies into day-to-day medical practice.' This “T2" transla-
tional research in health care emphasizes using research to promote action
and change in real-world health care settings.'

Even though the promise of translational research is widely recog-
nized, this nascent field's conceptual framework and methods are still
developing.' A traditional investigator-driven approach to research that
fails to adequately engage patients, clinicians, and other key stakeholders
within health care systems is a known barrier to translating research into
practice,* often leading to interventions that are not sustainable in real-
world environments.

Community-based participatory research (CBPR) is a conceptually rich

alternative to traditional research paradigms that emphasizes partnership
with community members in all phases of research activity. Our work in
the Community Engagement Program of the University of California,
San Francisco (UCSF) Clinical and Translational Science Institute (CTSI)
has convinced us that the conceptual model and methods of CBPR can be
fruitfully applied to translational research, including research partnerships
with health delivery organizations. Participatory models for translational
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research should engage patients, individual clinicians
and staff and operational and administrative leaders of
health systems in the research planning, implementa-
tion, and evaluation process.

COMMUNITY-BASED PARTICIPATORY
RESEARCH

CBPR emphasizes equitable partnerships and pro-
motes the sharing of power, knowledge, and resources
between investigators and research participants in all
stages of research and application.>® This approach
can be an important and successful strategy for public
health improvement.””

CBPR is built on the principle that when users of
research are brought in from the very beginning of
the research-planning process, studies lead to stron-
ger findings that are more practical and relevant to
community needs.'"” The community includes those
directly affected by a given health issue and working
toward a common goal.'!" For translational research in
health systems, we propose the community be defined
to include health system leadership, as well as patients
and clinic staff.

Practice-based research networks (PBRNs), in
which community-based clinicians are actively engaged
in research and quality improvement, are driven by
the principles of participatory research'>'* and have
led to many successful collaborations to improve

patient care.”’"'® Whereas PBRNs provide an important
paradigm for engaging clinicians in research,'® qual-
ity improvement often involves changes at the system
level (such as widespread deployment of health infor-
mation technology) that are typically influenced more
by health care delivery system leadership than by indi-
vidual clinicians.

We recognize broader health care delivery systems
outside of PBRNs, such as community clinic consortia,
local public health departments, and integrated deliv-
ery systems, as communities for research engagement
analogous to patient groups and physician practices
(Figure 1). These communities have leaders—chief
administrators, medical directors—as well as frontline
staff who will use and be affected by study findings.
Reframing the principles of translational research in
this context can provide useful insights into how to
implement and sustain improvements in health care.

Participatory Research Principles Applied

to Health Systems

CBPR draws on 4 key principles in engaging the com-
munity.”” These principles are outlined below, along
with specific examples drawn from 2 health care
systems: the San Francisco Community Health Net-
work (CHN), the public safety-net delivery system
administered by the San Francisco Department of
Public Health and affiliated with UCSF; and Kaiser
Permanente, a comprehensive, integrated health care
delivery system serving 3.4 million members

Figure 1. Engaging communities in system-based
participatory research.

in Northern California.

Systems-Based
Participatory Research

l
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Engage in Collaboration and Equitable
Partnerships in All Phases of Research

All phases of research include choosing the
research questions, designing and conducting
the study, and translating important findings
into action. This approach represents a radi-
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cal departure from current practice for most
health care researchers. Researchers often
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reach out to health care delivery systems

System

Patients, Community Members

only after the research question and study
design have been chosen, and sometimes not

until a proposal has been funded. Involving

Community-Based

Participatory Research

health systems in research design, however, is
likely to improve the chances that the study
will be successful and lead to results that are
useful to the community.

tions, which may or may not be part of an organized clinical delivery system.

Note: Systems-based participatory research engages in research partnerships at the level

of the health delivery system, including the clinicians and patients nested within a delivery
system, as well as delivery system leaders and other stakeholders in the organization. Practice-
based research networks traditionally focus on research engagement with individual clinicians
and practices, some of which may be part of an organized delivery system, but others are not.
Similarly, community-based participatory research initially developed as a form of research
engagement directly with patients, community members, and community-based organiza-

UCSEF investigators and the clinical lead-
ership of the Chinatown Community Health
Center, a CHN primary care clinic, partnered
to implement and evaluate a program offering
colorectal cancer screening kits to patients

receiving annual influenza (flu) shots. The
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effectiveness of distributing kits to test stool for occult
blood during nurse-provided flu shot clinics for increas-
ing colorectal screening rates has been demonstrated in
a randomized clinical trial."® Translating this model in a
way that was suitable to the Chinatown clinic required
close collaboration between the university investigator
and clinic medical and nursing leaders. For example,
nurses in the Chinatown clinic identified the need to
develop visual aids that could be used to quickly show
how to use the colorectal screening kits in a method
appropriate to the clinic's busy workflow and patients’
culture and language. By working together from the
project's inception, the investigator and clinic leaders
built an intervention that is well-adapted to the system's
patients and operating methods and that will be sustain-
able once the research phase is complete.

Build on the Resources and Goals Already Present
in the Community
Health care delivery systems and clinical practices have
goals they are striving to achieve and perceived barriers
to reaching those goals. These goals can include quality
improvement, such as achieving Healthcare Effective-
ness Data and Information Set (HEDIS) performance
targets, implementing an electronic health record, or
improving care coordination. Such goals may provide
the impetus for harnessing organizational energy and
resources in the research process rather than competing
with the organization's priorities.

A major goal of Kaiser Permanente Northern
California is to improve preventive care for patients
at high risk for cardiovascular disease through its
PHASE (Preventing Heart Attacks and Strokes Every-
day) program, using nonphysician panel managers to
improve risk factor management and control. Two of
the authors (J.LA.S., J.V.S.) worked closely with these
panel managers to develop a modification of the pro-
gram to more accurately identify patients in need of
treatment intensification. Through this collaboration,
collection of study data was incorporated into the
PHASE program in a way that was compatible with
existing information systems and patient outreach
strategies. The close partnership between PHASE
leaders and investigators enabled the intervention to
be evaluated using a cluster randomized design in a
study that obtained federal funding.

Create and Invest in Long-Term and Robust
Partnerships

To have a lasting impact on clinical practice, research-
ers must engage in long-term relationships with health
systems: true participatory research must be sustained
beyond the life-span of a single study. The Clinical and
Translational Science Awards, funded by the National

Institutes of Health, are built on the premise of
strengthening these interdisciplinary relationships, and
the CTSI at the UCSF provides ongoing support to
investigators embedded within the CHN and Kaiser
Permanente delivery systems.

The Community Engagement Program's ongoing
partnership with the CHN affords opportunities to
spread interventions beyond their original evaluation
site. CTSI investigators developed a novel intervention
using automated computer-assisted telephone calls in
different languages to provide culturally appropriate
diabetes care management to patients in the CHN."™
The strong relationship between the investigators and
the county Medicaid managed care plan (a major payer
for CHN clinics), as well as the intervention's proven
appropriateness for safety net clinics, has led the Med-
icaid plan to provide resources to implement this inter-
vention throughout the CHN.

Engage in Research as a Cyclical, Iterative Process
Ideally, successful research projects lead to quality
improvement in the community through the process of
translation and dissemination. When true partnerships
exist between researchers and health systems, however,
ideas flow in both directions. Researchers who study the
implementation of quality improvement and are engaged
in the kinds of long-term partnerships described above
should find important areas for new scientific inquiry.

This type of cyclical process is occurring with the
PHASE project. Kaiser Permanente researchers con-
tinue working with operational staff to refine the inter-
vention described above, and supported by grants from
Kaiser Permanente Community Benefit, PHASE is now
being implemented within the CHN and other safety
net systems in California. UCSF investigators are
studying the process of adapting PHASE to popula-
tions and delivery systems very different from those of
the original Kaiser Permanente setting. Similarly, some
Kaiser facilities are now adopting and adapting the flu
shot—colorectal screening intervention developed at
the CHN clinics, with new research grants supporting
evaluation of this process.

CHALLENGES

Applying participatory research principles to transla-
tional research is challenging. Although investigators,
delivery system leaders, and clinicians all strive to
improve health care quality, they often operate under
differing timelines, contexts, and reward systems.* For
example, systems are interested in rapid quality improve-
ment, but traditional research funding may arrive so

late that an organization's goals or strategies may have
changed. The Agency for Health care Research and
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Quality's use of rapid cycle funding mechanisms, as
well as impending changes to the review process at the
National Institutes of Health, may help address this
issue.?’ As with CBPR, it will take time and effort for
researchers, funders, and the community of health care
system leaders to bridge these differences.

Incorporating participatory research principles into
T2 translational research is essential if this research is
to fully succeed in improving clinical care. Engaging
health care systems as a form of community partner
increases the likelihood that research questions will be
relevant, interventions sustainable, and research find-
ings translated into systematic action.

To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.orglcgi/content/full/8/3/256.

Key words: Translational research; participatory research; quality
improvement

Submitted July 5, 2009; submitted, revised, October 10, 2009;
accepted November 9, 2009.

Funding support: This publication was supported by the National
Institutes of Health/National Center for Research Resources and Uni-
versity of California, San Francisco, Clinical and Translational Science
Institute grant No. UL1 RR024131. Dr Schmittdiel is supported by the
Office of Research in Women's Health Building Interdisciplinary Careers
in Women’s Health K12 Career Development Award (K12HD052163). Dr
Selby is supported by the Agency for Healthcare Research and Quality,
grant No. 5R18HS017031-02.

Disclaimer: Its contents are solely the responsibility of the authors and
do not necessarily represent the official views of the National Institutes
of Health.

References

—_

. Woolf SH. The meaning of translational research and why it mat-
ters. JAMA. 2008;299(2):211-213.

. Clancy CM, Slutsky JR, Patton LT. Evidence-based health care 2004:
AHRQ moves research to translation and implementation. Health
Serv Res. 2004;39(5):xv-xxiii.

. Translational Research: Exploratory/Developmental Projects.

N

w

National Institute of Neurological Disorders and Strokes. http://www.

ninds.nih.gov/funding/nindsnotes/112008/. Accessed Apr 27, 2010.

4. Green LW. Making research relevant: if it is an evidence-based
practice, where’s the practice-based evidence? Fam Pract. 2008;
25(Suppl 1):i20-i24.

5. Hall BL. From margins to center? The development and purpose of
participatory research. Am Sociol. 1992;23(4):15-28.

6. Minkler M, Wallerstein N, eds. Community Based Participatory
Research for Health. San Francisco, CA: Jossey-Bass & Co; 2003.

7. Jones L, Wells K. Strategies for academic and clinician engagement
in community-participatory partnered research. JAMA. 2007;297(4):
407-410.

8. Green LW, Mercer SL. Can public health researchers and agencies
reconcile the push from funding bodies and the pull from commu-
nities? Am J Public Health. 2001;91(12):1926-1929.

9. Leung MW, Yen IH, Minkler M. Community based participatory
research: a promising approach for increasing epidemiology’s rel-
evance in the 21st century. Int J Epidemiol. 2004;33(3):499-506.

10. Cargo M, Mercer SL. The value and challenges of participatory
research: strengthening its practice. Annu Rev Public Health. 2008;
29:325-350.

11. Mold JW, Pasternak A, McCaulay A, et al.; Practice-Based Research
Subcommittee of North American Primary Care Research Group
Committee on Advancing Science of Family Medicine. Definitions
of common terms relevant to primary care research. Ann Fam Med.
2008;6(6):570-571.

12. Mold JW, Peterson KA. Primary care practice-based research
networks: working at the interface between research and quality
improvement. Ann Fam Med. 2005;3(Suppl! 1):512-S20.

13. Westfall JM, Fagnan LJ, Handley M, et al. Practice-based research is
community engagement. ] Am Board Fam Med. 2009;22(4):423-427.

14. Mold JW, Gregory ME. Best practices research. Fam Med. 2003;
35(2):131-134.

15. Parchman ML, Munoz A. Risk factors for methicillin-resistant
Staphylococcal aureus skin and soft tissue infections presenting in
primary care: a South Texas Ambulatory Research Network (STAR-
Net) study. ] Am Board Fam Med. 2009;22(4):375-379.

16. Froshaug DB, Dickinson LM, Fernald DH, Green LA. Personal health
behaviors are associated with physical and mental unhealthy days:
a Prescription for Health (P4H) practice-based research networks
study. ] Am Board Fam Med. 2009;22(4):368-374.

17. Israel BA, Schulz AJ, Parker EA, Becker AB; Community-Campus
Partnerships for Health. Community-based participatory research:
policy recommendations for promoting a partnership approach in
health research. Educ Health (Abingdon). 2001;14(2):182-197.

18. Potter MB, Phengrasamy L, Hudes ES, McPhee SJ, Walsh JM.
Offering annual fecal occult blood tests at annual flu shot clinics
increases colorectal cancer screening rates. Ann Fam Med. 2009;
7(1):17-23.

19. Schillinger D, Handley M, Wang F, Hammer H. Effects of self-
management support on structure, process, and outcomes among
vulnerable patients with diabetes: a three-arm practical clinical trial.
Diabetes Care. 2009;32(4):559-566.

20. Johnston SC, Hauser SL. Peer review at National Institutes of
Health: small steps forward. Ann Neurol. 2008;64(5):A15-A17.

ANNALS OF FAMILY MEDICINE + WWW.ANNFAMMED.ORG + VOL. 8, NO. 3 + MAY/JUNE 2010

~g»»




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 150
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 150
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 300
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /Description <<
    /ENU ([Based on '[High Quality Print]'] Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        0
        0
        0
        0
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


