
1

SupportiS ting communitiit es as i
learninglearning healthhealth systems:systems: 

a report to the HHS Data Council on 
NCVHSNCVHS activitiesactivities aandnd plansplans

BruceBruce CCohenohen, PhPh.DD.
Co-chair Population Subcommittee, NCVHS

JJan 88, 20142014



2

Outline
• NCVHS: shaping the health data vision for the 21st

centurycentury
– Convergence: HHS data liberation and community 

learning systems for public health
– Using data at the local level
– Community driven change
– HealthHealth datadata stewardshipstewardship

• The Federal role in providing and supporting 
communitycommunity drivendriven changechange

• Aligning NCVHS and Data Council activities 
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TheThe NationalNational CommitteeCommittee onon VVitalital 
and Health Statistics

•• TheThe sstatutorytatutory publicpublic advisoryadvisory bodybody toto thethe SecretarySecretary ofof 
Health and Human Services in the areas of health data, 
statistics and health information policy; established in 1949

• Serves as a forum for interaction with interested private 
and public sector groups on key health data issues 

• 1818 membersmembers appointedappointed forfor fofourr yearear termsterms; dradrawnn fromfrom 
fields including medicine, law, public health, economics, 
privacy, security, informatics, health plans, consumers

• Through hearings and open deliberation,  aims to develop 
practical, timely, thoughtful recommendations to the 
SecretarySecretary ooff HHSHHS
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Shaping p g a Health Statistics Vision for 
the 21st Century  (2002)



ConvergenceConvergence

• TheThe FederalFederal governmentgovernment wantswants toto liberateliberate 
its data

•• CommunitiesCommunities areare becomingbecoming moremore 
sophisticated data users

• NCVHSNCVHS iis iinttegratiting itits workk on 
population health, security, privacy, 
sttanddardds, andd qualitlity
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Impetus for Focus on Community Health Data
Community: an interdependent group of people who share a set 
of characteristics and are joined over time by a sense that what 
happens to one h t member affecb tff s many t or all of thll e othf th ersth

Upsurgp ge in 
community 

health 
Initiatives

LearningLearning 
Health System 

project

HowHow communitiescommunities cancan becomebecome learninglearning systemssystems forfor 
health and what resources exist and are 

needed to help them?



A Learning Health System 
State Public Health Community organizations

CommunityCommunity 
Practice Federal

Agencies

Community 
membbers

Integrated
Delivery 
SystS tem

Health Information Organization

Academic,
foundatif d t on, i
and data 
partners

COMMUNITY FOCUSED
Governance
Engagement
Standards & Trust
Analysis, 
Dissemination
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Ongoingg g NCVHS work: 
using local data

communitycommunity drivendriven changechange
data stewardship
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UsingUsing locallocal datadata
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HealthHealth isis aa CommunityCommunity AffaiAffairr

“Getting data into the hands of 
communitiities andd ensuriing ththey hhave ttoolls 

and capacities to use them could move 
ththe natition ttowardd realiliziing ththe publiblic 
benefits of the informatics revolution.”

The Community as a Learning System for Health,
NCVHS, December 2011, p. 7
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1414 LeadingLeading edgeedge 11. BooneBoone CountyCounty, MOMO – PublicPublic HealthHealth

Learning 2. Bronx, NY – Care transitions
3. Denver, CO – cardiovascular health, 

CommunitiesCommunities childhood obesity
4. Grand Junction, CO – population health 
5. Indiana and HIE – population health
6. King county, WA – data democratization
77. MahM honiing VValllley, OOHH – childhildren’’s hhealthlth 

insurance coverage
8. New York City- BMI screening for children
9. Olmsted County,y, MN – childhood asthma
10. Sonoma County, CA – health information for 

citizens
11. Columbia, SC – data to improve childcare
1212. South S t Lh Los AAngelles, CA C –A landl d use policili ies 

and health disparities
13. State of Arkansas – childhood obesity
14. Utah – consumer education about health data 

use



Feedback from Communityy Groups: 
online tool

• Collecting,Collecting, Protecting,Protecting, andand UsingUsing HealthHealth DataData inin 
Communities: A Feedback Tool

• Strat ge ic pg planning –g leverage knowledge to g g
expand thinking about potential options

We can’t solve problems by 
usingusing thethe samesame kindkind ofof 
thinking that we used when 
wewe createdcreated them.them. – AlbertAlbert 
Einstein



9595 OrganizationsOrganizations RespondedResponded







Themes and learninggs

1. Much secondary data exist online: how to determine 
what to use and how to use them are the challenges.

2.2. TechnicalTechnical aassistancessistance isis notnot universallyuniversally availableavailable
3. Data start conversations; people make decisions: 

empowerment, dialogue, and engagement are key
44. NCVHSNCVHS ththroughh lleveragiing FFedderall iinvollvementt can 

promote important partnerships and provide resources 
and support to promote the use of data for community 
drid iven chhange
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ThemesThemes andand learningslearnings::  factorsfactors forfor successsuccess

6. Data display and dissemination 1. A galvanizing health concern.
capacities.

2. A comprehensive understanding 
77. FunctioningFunctioning coalitionscoalitions, off health and community health.

community engagement, 
3. Collaborative culture; social agreement on priorities.

capital.
88. OrganizationalOrganizational andand technicaltechnical 

4. Trust and community support.
engagement.

9. Political and financial support.
55. AccessAccess toto datadata onon locallocal healthhealth 

and its determinants, plus 10. Processes and systems to 
analytic capacities. translate information and 

priorities into action, evaluate 
resultsresults, andand modifymodify asas neededneeded.
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Published, November 2011
Joint Project of the 
Population Health and 
PrivacyPrivacy, ConfidentialityConfidentiality andand 
Security Subcommittees 
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CurrentCurrent activitiesactivities

• MakingMaking recommendationsrecommendations toto thethe SecretarySecretary toto 
enhance usability of data by linking three key data 
constituencies: technically savvy but clinically naïve, 
cliliniicalllly savvy bbutt ttechhniicalllly naïïve; andd communitity

• Proposing content and transactional standards for 
communitycommunity healthhealth data:data: harmonizingharmonizing healthhealth 
indicators

• EvaluatingEvaluating thethe ‘repurposingrepurposing’ andand expandedexpanded useuse ofof 
data (surveys, surveillance, clinical/EHR, local)
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CommunityCommunity drivendriven changechange



Community Roundtable
April 2013

1. Advance the understandingg of access to and 
use of data by communities to improve 
population health;

22. RefineRefine ourour StewardshipStewardship FrameworkFramework forfor thethe UseUse 
of Community Health data to support the needs 
of various types of community initiatives; 

33. BettB tter unddersttand d tthhe rolle off government it in 
providing data, tools, and resources to promote 
community driven change; and

4. Understand current state and possible gaps in 
data content and variable standardization for 
communitycommunity datadata collectioncollection andand useuse. 
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Roundtable Presenters
• Local Initiatives

– Barbara Zappia, Greater Rochester Health Foundation, Neighborhood Health Status 
ImprovemImprovementent InitiativeInitiative

– Lacey Hart, Southeast Minnesota Beacon Community
– Ninez Ponce, UCLA Center for Health Policy Research, California Health Interview Survey

• Privacy and Public Health Law Exy perts
– Eve Powell-Griner, NCHS Confidentiality Officer
– Sharona Hoffman, Professor of Law and Bioethics, Case Western Reserve University
– Denise Chrysler, Network for Public Health Law

• NatiN tionall-scale Ol Organiizatitions and d AcA tivti itiities
– Andrew Bazemore, Robert Graham Center for Policy Studies in Primary Care
– Bridget Catlin, County Health Rankings and Roadmaps
– Carladenise Edwards, Senior eHealth Advisor, ZeroDivide
– Donald Malec, NCHS Office of Research and Methodology – small area estimation research
– Chris Fulcher, Community Commons
– Denise Love, National Association of Health Data Organizations
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Themes and Learnings
1. Co-production and co-ownership of data
2. Assessingg the continuum of community readiness
3. Leveraging a key event to drive longer term change
4. Assistance using the data
5. Collaboration as key to success
6. ‘Authentic’ communities
77. IImporttance off qualitlitatitive ddatta
8. Using the law to solve public health problems
99. UntappedUntapped potentialpotential ooff aligningaligning clinicalclinical andand publicpublic healthhealth 

data
10. Bi-directionality and reciprocity



24
http://www.ncvhs.hhs.gov/130430sm.pdf
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CurrentCurrent ActivitiesActivities

• AssessAssess communitycommunity readinessreadiness toto makemake FederalFederal datadata 
dissemination more valuable and technical support 
more useful for decision making

• Explore the continuum of clinical through population 
health data to provide consistent messaging and 
compatiblecompatible datadata streamsstreams

• Investigate new data sources and dissemination 
modalitiesmodalities (social(social media,media, mm-health,health, subsub-countycounty data,data, 
etc.) to supplement Federal traditional data sources 
and technical assistance 
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DataData stewardshipstewardship
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Health Data Stewardship: What, Why, Who, How‐‐ An NCVHS Primer (2009)
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Stewardship Letter: Framework
DDecembber 20122012

1.1. Openness,Openness, transparencytransparency andand choicechoice
2. Purpose specification
33. CommunityCommunity engagementengagement andand participationparticipation
4. Data integrity and security
55. AccountabilityAccountability
6. Protecting deidentified data
77. AttendingAttending toto thethe risksrisks ofof enhancedenhanced datadata setssets
8. Stigma and discrimination
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Privacy, Confidentiality, and Security Sub-
committee Recommendations to the Secretary:

1. Facilitate development and promulgp p ation of g models for 
stewardship of community health data.

2. Support the development of dynamic guidance 
resources ththatt compilile bbestt practitices ththatt expertts, 
communities and other data users are learning about 
stewardship.

3. Compile case studies of results that communities 
achieve through their uses of data so that other 
communitiescommunities mightmight learnlearn andand bebe inspiredinspired.

4. Promote the creation of training materials for 
researchers who collect and use communityy health data.
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Current Activities

• Developing and promulgating models of 
stewardshit d p anhi d besd tb t practices t fi for protectit ng ti
data for community users

• PrepariP ing case studit esdi
• Integrating data stewardship and privacy 

concernsconcerns intointo communitycommunity learninglearning systemssystems
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ConvergenceConvergence frameworkframework
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FrameworkFramework forfor communitycommunity-focusedfocused 
learning health system

Access + analytics + 
skills to make data 
usable and useful. 
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Stewardship + 
privacy protection + i t
engagement + 
governance = Trust 

Support, facilitate 
shared learning, and 
create economies of 
scale
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ReinvigoratingReinvigorating thethe FederalFederal rolerole
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Modernizing the Federal public health data 
infrastructure

1. Serve as intermediary to connect communities and data
2. Redefine public health to meet broader community 

definitions
33. ReorientR i  Ft edF erald l workfkforce tto reachh communitiities and d

provide direct assistance
4. Leeveerageage dadataa cocollecectioon maandadateses: IRSS requequireemeentss 

for community health needs assessments, HIE’s, ACA
5. Promote models of stewardship and best privacy 

practitices
6. Support public health departments to take advantage of 

MeaningfulMeaningful UseUse criteriacriteria
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Modernizing the Federal public health 
data infrastructure

7. Standardize community health, health status, 
environmental and resource use indicators

8. Train and provide technical assistance and easy to use 
toolstools forfor datadata managementmanagement, displaydisplay andand analysisanalysis, locallocal 
data collection (including surveys and mapping) perhaps 
through existing HIT initiatives such as regional extension 
centers

9. Promote Federal and state web-based data query 
systemssystems

10. Longer funding periods, and transitional support for 
institutionalization of promising new policies and program
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Aligning NCVHS and Data Council 
activities
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1. 1 DaDatat  a liberationliberation
Access and release
Protection/stewardshipp
Definitions/standards

2. Analytic Support/tools
MappingMapping
SAE’s,
Statistical software
WDQS, etc.)

3. Workforce/human support
4. F4 Fundiding
5. Facilitation: connecting communities to both 
FederalFederal andand nonnon-FederalFederal resourcesresources
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The Community as a 
Learning System Report:  

htthttp:////www.ncvhhs.hhhhs.gov/1/1
11213chip.pdf

Next Step for Community 
DataData UseUse 

http://www.ncvhs.hhs.gov/
120417ag.htm

Health Data Needs for 
Community Driven 

Change 
http://www.ncvhs.hhs.gov/

130430ag130430ag.htmhtm
NCVHS

http://www.ncvhs.hhs.gov/
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AdditionalAdditional SlidesSlides
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IdentifyingIdentifying prioritiespriorities andand buildingbuilding 
partnerships and collaboration

• Involving citizens and community groups; 
generatinggenerating newnew partnershipspartnerships

• The role of local data 

“Consensus about local priorities emerges when 
quantitative data are combined with communitq y 

members’ insights and preferences.”

TheThe CCommunityommunity asas aa LearningLearning SystemSystem forfor HealthHealth,
NCVHS, December 2011, p. 12
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BuildingBuilding TTrustrust 

 Educating communityg y members and leaders about 
data use and benefits 

 Involving community members in decisions about data 
use andd more 

 Trust-building among organizations and agencies that 
areare datadata sourcessources 

 Governance fosters a sense of ownership and control 

“…further efforts and leadership are needed to define a privacy and 
security framework to guide the innovative uses of local data emerging 

in communities across the country.”

The Community as a Learning System for Health,
NCVHS, December 2011, p. 19
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TheThe followingfollowing picturepicture ofof 
communities emerges:

•• LocalLocal LeadersLeaders createcreate opportunitiesopportunities forfor 
collaboration and coalition-building

• CommunityCommunity membersmembers andand organizationsorganizations areare 
engaged

• PartnershipsPartnerships areare establishedestablished withwith publicpublic health,health, 
health care and related sectors, such as 
schools, churches, housing

• The partners draw on multiple data sources, 
perhaps conducting their own local research
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TheThe followingfollowing picturepicture ofof 
communities emerges:

• They assure privacy and build trust through a 
web of interrelated practices and protections

• ThThey use thhe ddata to anallyze majjor hheallthh 
issues, agree on priorities, enlist additional 
partnerspartners andand developdevelop policiespolicies andand programsprograms

• They create communication and data 
visualizationvisualization toolstools toto informinform andand educateeducate 
stakeholders and influence decision-makers

• TheyThey monitormonitor progressprogress andand evaluateevaluate resultsresults


