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SUPPORTING COMMUNITY DATA ENGAGEMENT
NAN NCVHS ROUNDTABLE

Executive Summary

The patrticipants in the October 2014 Roundtable on Community Data Engagement identified
several possible strategies for giving communities access to more relevant local data and
enhancing their ability to use the m. The National Committee on Vital and Health Statistics
(NCVHS]J hosted the Roundtable to talk with experts about what promotes community data
engagement and how stakeholders in different sectors can work together for greater combined
impact. A major impetus was interest in what new opportunities and challenges were being
generated by the rapid changes taking place in the community health lan dscape.

The Roundtable participants workint hr ee sectors: | ocal communities,
and support organizations, and federal data suppliers and programs. NCVHS wanted to see

what insights would emerge from interaction among the se varied perspectives. Stories from four
U.S.communities provided the focal point for the discussions, amplified through the experience

and insights of the national and governmental organizations represented. Throughout the
discussions,NCVHS invitedthe participants to consider how the Department of Health and

Human Services (HHS)which it advises,might contribute to local efforts in a more strategic and

concentrated way.

Stories from the Leading Edge

Omaha/Douglas County, Nebraska; New Orleans]ouisiana Sonoma County, California; and

Seattle/King County, Washington were the communities represented at the Roundtable. Six

themes emerged through their stories, representing strong characteristicsoftoday 6 s communi t vy
health landscape:

T Community health needs assessment and improvement as alocal platform;
1 The growing drive for health equity ;
9 The push for collective impact;

! The National Committee on Vital and Health Statistics (NCVHS serves as the statutory (42U.S.C.242K[K]) public
advisory body to the Secretary of Health and Human Services on health data and statistics. In that capacity, it provides
advice and assistance to the Department and serves as a forum for interaction with irterested groups on key issues
related to population health, standards, privacy and confidentiality, quality, and data access and use. Its 18 members
have distinction in such fields as health statistics, electronic interchange of health care information, privacy and
security of electronic information, population -based public health, purchasing or financing health care services,
integrated computerized health information systems, health services research, consumer interests in health
information, health data standards, epidemiology, and the provision of health services. All NCVHS reports and
recommendations are online: http://ncvhs.hhs.gov/ .
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1 The importance of community engagement;
1 The power of data presentation; and
1 Philanthropy as an agent of change.

The larger story of the work of national organizations threaded through the community stories ,
astheir representatives shared their knowledge of both community -level data useand the
federal data apparatus. The discussions brought to light important recent efforts by the federal
government to enhance data-sharing and linkage among agencies and departments; and
federal participants also described several promisingagency initiatives aimed directly at
assisting communities.

Filling Gaps, Aligning Resources, P ropelling Progress

The Roundtable highlighted barriers that stand bet
growing array of resources, limiting their ability to function as learning systems. Most notably,

to d a Jeédmg-edge communities are working for health equity , and zooming in on hot spots

means drilling down to priority population groups and neighborhoods . Thisrequires data at a

much finer level of granularity than now exists. Even if more granular seconday data become

available to them, as hoped, communities will likely want to strengthen their own abilities to do

primary data collection, estimation, privacy protection, and analysis.

Ironically, the very abundance and complexity of available datacan be an issue for communities,

compounded by a common lack of standardization. Further, the proliferation of governmental

and non-governmental platforms offering access to data and supportaddstoc o mmuni t i es 0
sense that they ar e 0drdiomkditnvwhiohforsaurcesare hestfoe hose d a
them.

The Roundtable participants agreed that data suppliers, connectors, and community leaders

share responsibility for addressing these and other challenges, and that the solutions must be

based on user-centered principles. One of their ideas for accomplishing this was to

institutionalize the presence ofa knowledgeablec o mmuni ty o0 v othefedéralwhenever
government is developing tools, initiatives, or data with potential utility for the communit y.

Another idea was a concerted effort to align platforms.

Finally, a strong and consistent Roundtable theme was that communities need and want
technical assistance, tailored to their specific issues and needsind ideally available through a
regional network. Andther e was a strong sense that othe teach

Priority Areas , Possible Strategies, and Next Steps

The group synthesized their ideasinto priorities and possible actions. Their thoughts about
possible strategies are organized here in terms of two overarching goals: increasing the data
and information that are relevant to community health, and enhancing local data usage.
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Possible strategies for r eorienting the ¢ o u n t datg énterprise s to better serve
communities
(Goal:increasing the usability and usefulness ofdata and information for community health)

1.

No ab

8.

Increasing mutual awareness and coordination among federal and non-governmental
intermediary organizations.

Institutionalizing a knowledgeable community voice in relev ant federal policy
development and data decisions, with a commitment to heed it.

Giving greater attention to user-centered design and infographics in the presentation of
federal data.

Creating mechanisms for more two-way data flow.

Filling priority data gaps.

Accelerating work on priority technical data issues.

Continuing to explore development of core sentinel indicators, allowing room for locally
selected measures.

Teaching states how to protect data so more can be shared, safely.

Possible strategies for fostering an evolving process of community data engagement
(Goal: enhancing local data usage for health assessment and improvement)

1.
2.

Expanding technical support to communities thr
Aligning community data and support platforms to all ow them to interact, complement
each otherds strengths, and be easily navigabl

Linking data on disparities and diversity to information on what works to improve the
health of vulnerable population groups .

Developing a reference architecture for state and local web-based query systems.
Creating communities of practice across the sectors.

The lessons and insights that emerged from the Roundtable point toward strategies that can
increase collective impactfor improving health and achieving health equity on a national scale.
It is important to stress that t hese ideas are not recommendations; they areearly building blocks
for possible recommendations, after much additional examination and development. Over the
coming months, NCVHSwill explore these ideas further as it learns more about the activities
already under way to support communities. Its goal is to identify how the Committee can best
contribute , and what priorities to recommend for federal action.
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SUPPORTING COMMUNITY DATA ENGAGEMENT
NAN NCVHS ROUNDTABLE

l. Introduction : The Project and Its Genesis

Today, Americans on the front lines of the community health movement have unprecedented
access to data andthe support of a network of intermediary organizations. Their efforts are
buttressed by strong recent law and heightened Federal attention. The National Committee on
Vital and Health Statistics held atwo-day Roundtable in October 2014 to talk with experts about
how to reinforce and spread the positive developments so that communities can take fuller
advantage of them.

The Roundtable brought together individuals working in this area in a wide range of capacities

around the country, to explore from their diverse perspectiveswhat promotes data engagement

and how stakeholders in different sectors can work together for greater impact. The participants
represented three sectors: | ocal communities, nat
organizations, and federal data suppliers and programs. The agenda topics included the status

of community health needs assessmentsand improvement plan ning, the movement toward

collective impact, and the roles of data in community engagement and promotion of a culture

of health. On these subjects and others the stories of four distinctive communities in Nebraska,

Louisiana, California, and Washingtonwere amplified by the broad experiences of the national

and governmental organizations. (See Appendix 1 for the agenda and list of participants.)

A major impetus for the Roundtable was interest in what new opportunities and challenges were
being generated by the rapid changes taking place in the community health landscape. To name
a few, the Affordable Care Act (ACA)has heightened collaboration between health care
providers and public and non-profit organizations more focused on population health goals, by
mandating new approaches to community health needs assessment and improvement. Growing
emphasis on health equity and the social determinants of health has expanded attention

beyond health data and the Department of Health and Human Services (HHS)to the many
federal agencieswith relevant data, policies, and programs. Sources and combinations of data
are proliferating, for good and ill ; and exciting new forms of data presentation are being
demonstrated. More and more organizations are producing resources for community use.
Meanwhile, thought leaders such asthe Robert Wood Johnson Foundation are broadening the
frame of reference from community health to community well-being and a culture of health.
And all of these processes are generating synergieson a nearly national scalethat were manifest
in the many connections among Roundtable participants.

NCVHSwanted to see what insights would emerge from structured and extended interaction

among the three perspectivesncommunity, hedata conn
Roundtable participants to examine how HHS might contribute to local efforts in a more

strategic and concentrated way. Many agreed that providing community -level data and other

resourcesis an appropriate federal responsibility, and even priorityn o n ® be carried out in



NCVHSCommunity Data Engagement Roundtable Summary 5

partnership with non-governmental intermediary organizations, and with close attention to the
perspectives of local data users

The group ended the meeting by distilling their rich discussions into a list of priorities and
possible actions for future attention.

NCVHS on he community as apotential learning systemfor health

Community health has moved to the center of NCVHSinterests in recent years Besides being
the organizing principle for its work on population health , local data use isan integral part of
the Co mmi t woekerdpsivacy/confidentiality and standards. Two NCVHSreports, Information
for Health (2001Y and Shapinga Health StatisticsVision for the 21 Century (2002)? provide the
conceptual groundwork for this focus. These reports stand today as far-sighted and
complementary approachesto information policy that integrate population health and health
care perspectivesand have much relevance at the local level

In 2011, NCVHS issued a report,The Community as a Learning System for Health: Using Local
Data to Improve Local Health,in which it introduced a nother foundational concept. It proposed
that communities have the potential to become learning systems for health through their
capacity to deploy all the necessary components including collaboration, clear goals and action
plans, relevant measures backed by reliable dataand feedback and evaluation mechanisms to
inform future action. * Each of the four communities featured in the Roundtable described below
is a unigue example of a community-based learning system.

In thinking about the community, NCVHS usesa broad and flexible definition: A community is an
interdependent group of people who share a set of characteristics and are joined over time by a
sense that what happens to one member affects many or all of the others.While communities
come in many forms, NCVHSgenerally focuses on geographic communities, whose members
are connected through the place where they live, and around which data gathering (e.g., by
county) have been traditionally organized. It is important to note that g eographic communities
such as cties and counties are composed of many sub-communities with diverse levels of
inclusion and opportunity . Poverty, structural racism, iliness, and other factors can limit
residentsOparticipation and influence. A major Roundtable finding was that the effort to increase
equity requires a narrowing of the focus to specific disadvantaged areasand population groups.
This prioritized endeavor toward equity and its implications for data, data stewardship,and
analysisemerged as a strong theme of the Roundtable and promises to be a major NCVHS
focus moving forward .

2 NCVHS, Information for Health: A Strategy for Building the National Health Information Infrastructure,
2001.

¥ NCVHS,Shaping a Health Statistics Vision for the 21 Century, 2002.

* NCVHS,The Community as a Learning System: Using Local Data to Improve Local Heal2)11.

® A fuller discussion of the NCVHS definition of community and the notion of the community as a learning
system for health can be found on pages 8-10 of the 2011 report.
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lI. Stories from the Leading Edge

At the meeting, community leaders described their activities in Seattle/King County,
Washington; Omaha/Douglas County, Nebraskg New Orleans and the central Gulf Coast,
Louisiana; and Sonoma County, California.

Several themes resonated through their stories, representing salientc har act er i sti cs of
community health landscape. Each has implicationsfor data and information. A simplified
version of the story is as follows: The quest for data for local action often begins with a

triggering event or set of conditions and/or an initiative for community health needs assessment
and community health improvement plans (CHNAs and CHIPs). For many communities, this
heightens awareness oflocal health disparities and generates a push for greater health equity ,
both widening and focusing the conversation about the nature of health and how to improve it.
Two key facets of collaboration, community engagement and collective impact , help to create
the conditions for the desired changes. Sophisticated data presentation can be a critical tool in
telling the story, bringing actors to the table and mobilizing them for action. Philanthropy can
play similar roles in powerful ways.

This section shares highlights from community stories that illustrate these six themes, along with
insights from the discussions that explored them. Most of the local stories carry through the
highly interconnected themes. The community stories are followed by descriptions of the critical
roles of intermediary and data connector organizations and federal agencies and programs.

The CHNA/CHIPplatform

The Sonoma County, CA story illustrates several characteristics of the community health
landscape and their interactions. The hospitals in this predominantly rural Northern California
county have conducted five needs assessments over the years, and several wekstablished
collaborative initiatives are promoting health and well -being in the county. Recently, the health
department commissioned a report, Portrait of Sonoma County,that highlights significant
disparities in health, educational attainment, and

economic wellness using census tract data Based on Omfhmlth deratumimtm “Elly .

) ) ) talking about education and economic
that analysis, the health department and its community wellness and poverty. We are working
partners have stepped up their efforts in vulnerable with our Office of Education and with
areas. Among other things, the report is proving to be a  our development organizations in the
useful tool in broadening the conversation with local county. The Poriruit has really pushed
hospitals about the nature of health. Similarly, in that forward. The data is all publicly
Seattle/ King County - WA local hospitals broadened available, but it is the presentation of it

eattle/ King County , , local hospitals broadene that has gained us a lot of traction.

their view of health beyond clinical indicators and added
upstream determinants to their needs assessment
instrument.

Brian Vaughn, Sonoma County

® The Portrait is produced in collaboration with Measure of America,a project of the Social Science
Research Council http://www.measureofamerica.org/sonoma/
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Community health needs assessment and improvement planning can provide a platform for an
evolving local process. The community repre sentatives described the collaborative assessment
and improvement efforts of public health departments and non -profit hospitals in their
communities, spurred on by both ACA and public health accreditation requirements and the
underlying desire to improve local health.

o ‘The people who work on CHNAS say
Most of the connector organizations represented at the they feel like they are drinking from a

Roundtable (see page 10) are engaged in supporting fire hose.
CHNA and CHIPactivities, some working closely with Kaye Bender, National Quality Forum
supportive CDCprograms. On the public health side, the
Public Health Accreditation Board requires community health assessment and improvement
plans as prerequisites for voluntary public health accreditation, and gives cextra credit6to health
departments that collaborate with health care organizations on these activities. The National
Quality Forum is piloting a new toolkit it has developed to help communities navigate the CHNA
process. And the list goes on.
My own experience, having worked
with communities for many years now, These resources are essential: fie Roundtable participants
is that the data is there, but most people  talked about the challenges communities face in choosing
ﬁfld it OV“thming- 'I.'heY find it the best measures anddata sourcesfor assessmentand
dlfﬁc'.ﬂt R then the best interventions for achieving the resulting
to action. : .
goals. They also noted the importance of ensuring that
Jean Nudelman, Kaiser Permante CHNAsexpressa broad understanding of health and
generate real benefit for the community.

Thedrive for health equity

Health equity is achieved when all people have "the opportunity to 'attain their full health
potential' and no one is 'disadvantaged from achieving this potential because of their social
position or other socially determined circumstance™ ’ The King County story, like that of
Sonoma County, illustrates the movement toward explicit work for equity. In Seattle/King
County, the health department had used two successive CDC grants teengage partners in
working for policy and system changes to encourage better health practices. Then recently, an
analysis ofvulnerable chotspotséled to classification of areas of the county into ten gradients of
well-being. The maps and storyboards developed from the data told a revealing story that
helped engage and mobilize community partners, government agencies, and community
members in the latest initiative, called Communities of Opportunity.

Omabha/ Douglas County , NE, is the site of some of the greatest wealth and some of the most
severe disparities in the US. The initiativesthere to bring sexually transmitted diseases §TD9
under control and improve juvenile justice are being carried out by coalitions brought toget her
by a private family foundation . The story continues below.

" Braveman, P.A., Monitoring equity in health and healthcare: a conceptual framework. Journal of health,
population, and nutrition, 2003. 21(3): p. 181.






