Genomics and Health Policy

Abt Associates Inc.

Researching the issues and evaluating solutions

Healthcare applications of genomics have the potential to
improve health outcomes. Abt Associates, well known for its
research and evaluation expertise, adds value for clients
and helps them respond to the opportunities presented by
genomics through substantive knowledge of the health
policy issues associated with this new and evolving science.

Abt Associates performs data collection,
analysis, and program evaluation of the
healthcare applications of genetics and
genomics. With more than 40 years of
experience in healthcare research, we
have the knowledge, experience, and per-
spective to understand genomics and its
integration with the broader healthcare
environment.

Well-suited for the genomics
environment

Abt Associates has extensive knowledge
and experience in the specialized envi-
ronment of genomics. Our staff apply
advanced research and analysis to
inform and guide stakeholders affected
by genomics. Project teams consist of
core research staff with expertise in
health policy and genomics as well as an
extensive pool of internal specialists in
data collection, analysis, and evaluation.
We provide clients with comprehensive
research and technical assistance.

Our staff are familiar with current and
potential applications of genomic medi-
cine, including pharmacogenomics, dis-
ease susceptibility testing, newborn
screening, and reproductive genetic
technologies such as prenatal testing
and preimplantation genetic diagnosis.

We have substantial experience working
with all stakeholder groups, including
healthcare providers, individuals affected
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by genetic conditions, researchers, gov-
ernment agencies, policymakers, payers,
and industry. We are sensitive to the var-
ious perspectives and preferred terminol-
ogy. Our knowledge is critical to conduct-
ing accurate research and working effec-
tively with stakeholders; it also enables
us to determine how various interests
and perspectives intersect — a critical
factor in program evaluation and policy
analysis.

Collecting and analyzing data

We assess stakeholder knowledge of
and attitudes toward healthcare applica-
tions of genomics. Our team employs a
wide range of methodologies and tech-
nologies, including random-digit dial and
Web-based surveys, focus groups, inter-
views, case studies, and literature
reviews. We work with in-house psycho-
metricians and a cognitive testing labora-
tory to develop high-quality data collec-
tion instruments. Our multidisciplinary,
diverse, and multilingual staff has experi-
ence working with different stakeholder
groups and diverse populations.

At every stage of a study, we work
closely with clients to determine optimal
design and study methodologies, develop
effective sample designs and data col-
lection tools, and identify the most use-
ful formats for analysis results.

Evaluating genomics health
communications initiatives

We conduct process and outcomes eval-
uations of various genomics-related pro-
grams, with an emphasis on education
and outreach programs targeting con-
sumers and/or healthcare providers.

Our teams can employ a participatory
approach that involves all stakeholders
to obtain the most accurate representa-
tion of an initiative’s performance. We
also provide feedback and technical
assistance throughout the evaluation
process to foster program improvement
and refinement. Our teams produce clear
evaluation reports and recommendations
that clients can put to use immediately.

Genomics will have significant impact on
the nation’s healthcare system. Abt
Associates’ longstanding work in public
health and policy analysis makes us well
qualified to evaluate efforts to integrate
genomics advances into public health
research, policy, and programs.

Examining ethical, legal,
and social issues

Our staff understand the potential ethi-
cal, legal, and social implications (ELSI)
of genomics. Like other fields of health-
care, genomics presents gray areas that
will need to be examined and resolved
as the technologies are developed. Our
depth of experience in social policy
research provides us with the perspec-
tive necessary to examine all sides of an
issue and to weigh each factor when
developing recommendations.

A skilled, interdisciplinary staff

Abt Associates’ interdisciplinary team
approach enables us to be responsive to
client needs, drawing upon skills and
perspectives as necessary to produce
quality results. Our staff represents a
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wide range of disciplines with academic
credentials and direct experience in
health services research, health educa-
tion, nursing, medicine, pharmacology,
genetics, social work, education, statis-
tics, psychometrics, economics, psychol-
ogy, public policy, and computer science.

Abt Associates’ genomics and health pol-
icy work focuses on the social science,
policy, and public health aspects of med-
ical applications of genomics. Abt
Associates Clinical Trials (AACT) provides
clinical research on genomic medicine,
including outcomes research and reg-

linguistically appropriate genetics
resources and services. Our team
summarized the published literature
on the genetics education needs of
and strategies for African Americans
and Latinos, and developed and
conducted a process evaluation to

A brief sample of our work in genomics
appears below.

¢ Assessing public opinion on repro-
ductive genetics
Working for the Genetics and Public
Policy Center at the Johns Hopkins
University, we conducted qualitative
research to assess knowledge and
attitudes about reproductive genetics
among the general public and other
key stakeholders. Our team conducted
key informant interviews with health-
care providers, scientists, and people
affected by genetic conditions — and
focus groups with a culturally diverse
sample of the general public. (The
team used NVivo qualitative data
analysis software to code transcripts.)
We also co-authored presentations
and manuscripts and synthesized the
findings for the Center’s final report
on public opinion about genetic
issues.

Evaluating culturally appropriate
genetics education and outreach
We conducted a participatory evalua-
tion of the Genetic Education Needs
Evaluation (GENE) Project, a coopera-
tive effort of the March of Dimes and
the Health Resources and Services
Administration in partnership with
various national and community-based
organizations. The project supported
informed healthcare choices in
minority communities by developing
community-based strategies to
improve access to culturally and

provide continual feedback to improve
project implementation. Data collec-
tion methods included semistructured
interviews and annual site visits to
gather data from project partners.

Providing research support services
Abt Associates is providing a range of
statistical and methodological support
to the Social and Behavioral Sciences
Branch of the National Human
Genome Research Institute at the
National Institutes of Health. Our ser-
vices include analyzing provider survey
data to assess attitudes, knowledge,
and practices regarding family history
and genomic medicine as well as sur-
veys of patients to evaluate education
or counseling interventions. We also
provide consultation to investigators
regarding survey and instrument
design and sampling and data collec-
tion strategies. Qualitative research
support has included refining coding
schemes, conducting focus groups
and interviews, and coding data.

Surveying physician attitudes and
genetic testing practices

For the National Cancer Institute, Abt
Associates conducted a national sur-
vey of primary care physicians to
assess the prevalence of genetic test-
ing for cancer susceptibility genes and
to evaluate physician knowledge of
and attitudes toward such testing.
Survey results were published in the
American Journal of Medical Genetics
and Cancer Epidemiology Biomarkers
& Prevention.

istries. Visit www.abtassociates.com for
detailed project descriptions and to
explore our full range of capabilities.

Genomics is a rapidly evolving science.
Abt Associates is well suited to meet
future policy and clinical research needs,
including pharmacoeconomic studies,
comprehensive workforce studies, evalu-
ation of educational strategies, utilization
studies, cost/expenditure analysis, tech-
nology assessment, and analysis of poli-
cies on genomics issues. We continue to
monitor developments and enhance our
knowledge of genomics to offer clients
leading-edge research.

For more information on Abt
Associates and our work in genomics
health policy research and evalua-
tion, contact:

Teresa Doksum, Ph.D., Senior Associate
617.349.2896
teresa_doksum@abtassociates.com

Deborah Klein Walker, Ed.D., Principal
Associate/Vice President
617.349.2390
deborah_walker@abtassociates.com
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Bethesda One

4800 Montgomery Lane
Suite 600

Bethesda, MD 20814-3460
301.913.0500

Bethesda Two

4550 Montgomery Avenue
Suite 800 North

Bethesda, MD 20814-3343
301.634.1700

Cambridge

55 Wheeler Street
Cambridge, MA 02138-1168
617.492.7100

Chicago

640 North LaSalle Street
Suite 400

Chicago, IL 60610-3781
312.867.4000

DI ET

4620 Creekstone Drive
Maplewood Building, Suite 190
Durham, NC 27703-8062
919.294.7700

Hadley

Mass Venture Center

100 Venture Way, Suite 100
Hadley, MA 01035-9462
413.586.8635

Lexington

181 Spring Street
Lexington, MA 02421-8030
781.372.6500





<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /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 /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /SyntheticBoldness 1.00
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveEPSInfo true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /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
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /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
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /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 ()
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /JPN <FEFF3053306e8a2d5b9a306f30019ad889e350cf5ea6753b50cf3092542b308030d730ea30d730ec30b9537052377528306e00200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /FRA <>
    /DEU <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
    /ENU <>
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


