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Introduction

any measurement systems to monitor the well-being of children

and guide services are implemented across the community, state,

and national levels in the United States. While great progress
has been made in recent years in developing interventions that have been
shown to improve the cognitive, affective, and behavioral health of chil-
dren, many of these tested and effective interventions have yet to be widely
implemented. One potential reason for this lag in implementation is a
need to further develop and better utilize measures that gauge the success
of evidence-based programs as part of a broad effort to prevent negative
outcomes and foster children’s health and well-being.

To address this issue, the Forum on Promoting Children’s Cognitive,
Affective, and Behavioral Health held a workshop in Washington, DC,
on November 5-6, 2014, titled Innovations in Design and Utilization of
Measurement Systems to Promote Children’s Cognitive, Affective, and
Behavioral Health. The forum was established as an outgrowth of the
2009 National Research Council and Institute of Medicine report Prevent-
ing Mental, Emotional, and Behavioral Disorders Among Young People:
Progress and Possibilities, which called on the nation to make the preven-
tion of such disorders and the promotion of mental health of young people
a high priority (NRC and IOM, 2009). The forum engages in dialogue and
discussion to connect the prevention, treatment, and implementation sci-
ences with settings where children are seen and cared for, including health
care, schools, social service and child welfare agencies, and the juvenile
justice system, and to create systems that are effective and affordable in
addressing children’s needs.

Copyright National Academy of Sciences. All rights reserved.
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2 INNOVATIONS IN DESIGN AND UTILIZATION OF MEASUREMENT SYSTEMS

The workshop on measurement systems was the third held by the
forum. The first, on April 1-2, 2014, examined strategies for scaling tested
and effective family-focused preventive interventions so they can have wide-
spread economic and social benefits (IOM and NRC, 2014a). The second,
on June 16-17, 2014, was on harvesting the scientific investment in pre-
vention science to promote children’s cognitive, affective, and behavioral
health (IOM and NRC, 2014b). Both workshops pointed to the key role
of measurement systems in guiding program implementation, evaluation,
and adaptation and in building support for preventive interventions, which
heightened the forum’s interest in holding a workshop devoted specifically
to measurement issues.

Many different measurement systems track the health and well-being
of children in the United States. In part, these systems are designed to
monitor and provide actionable feedback to improve the delivery of health
care, social, and educational services for children at the local, regional, and
national levels. They can provide information on such factors as:

The selection of target communities;

The targeting of risk and protective factors;

Strategies to change health systems, policies, and practices; and
Strategies to improve the overall delivery and quality of care.

However, many of these systems could be improved through such tools
as data linkage and integration, quality improvement methods, and feedback
mechanisms. For example, as forum co-chair Hendricks Brown emphasized
in his introductory comments at the workshop, data generated and used in
one system rarely cross over into other systems, so information from the
health care system are rarely used in schools, and information from the juve-
nile justice or social welfare systems are rarely used in health.! In addition,
significant gaps exist in the ability to measure factors that have a significant
effect on children’s health and well-being, Brown said. New measurement
types and uses could provide innovative and efficient ways to assess, assem-
ble, and integrate data to drive actions.

The workshop featured presentations on the use of data linkage and
integration to inform research and practice related to children’s cognitive,
affective, and behavioral health; the use of quality measures to facilitate
system change in health care, classroom, and juvenile justice settings; and
tools developed to measure implementation of evidence-based prevention
programs at scale to support sustainable program delivery, among other
topics. Workshop presenters and participants discussed examples of inno-

! Please see Chapters 2, 4, and 6 for additional discussion of data usage and linkage across
systems.
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INTRODUCTION 3

vative design and utilization of measurement systems, new approaches to
build on existing data systems, and new data systems that could support
the cognitive, affective, and behavioral health and well-being of children.
As the other co-chair of the forum, William Beardslee, stated, the ability
to improve the health of children through effective interventions “depends
on the collection of data and the use of information for continuous quality
improvement, so this is a crucially important forum.”

HIGHLIGHTS FROM THE WORKSHOP

At the conclusion of both days of the workshop, the forum co-chairs,
the moderators of the four panels that took place in the workshop (sum-
marized in Chapters 2-5 of this report), and the leaders of the breakout
discussions (summarized in Chapter 6) identified the major issues that
emerged from the presentations and discussions. This section draws on
those comments to introduce broad topics that emerged from speakers’
presentations at the workshop and should not be seen as the conclusions of
the workshop as a whole. Each is relevant to the mission of the Forum on
Promoting Children’s Cognitive, Affective, and Behavioral Health:

e Measurement of children’s cognitive, affective, and behavioral
health and well-being can be a powerful force for accountability
and for the promotion of preventive interventions.

e  Measurement can improve understanding of the factors that influ-
ence children, including the broad systems that both establish con-
text and affect their lives directly.

e Large gaps still exist in the kinds of data that are being gathered
and the ways information is being linked to help improve children’s
lives.

e A strong infrastructure can enable the collection, analysis, and dis-
semination of data that are accurate, timely, relevant, sustainable,
and acceptable to providers and users of the information.

e Better and more accessible measures can contribute to better in-
formed and more educated policy makers and members of the
public, which can further the public health mission of detecting,
responding to, and preventing threats to health.

* An increased emphasis on measures, better use of existing mea-
sures, and new kinds of measures could help encourage communi-
ties to adopt evidence-based programs.

e New technologies and platforms are enabling not just new and less
expensive ways of gathering, linking, analyzing, and disseminating
data but the collection and use of entirely new kinds of data.

Copyright National Academy of Sciences. All rights reserved.
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4 INNOVATIONS IN DESIGN AND UTILIZATION OF MEASUREMENT SYSTEMS

¢ Data systems that are simultaneously embedded and transportable
can grow to meet the needs that exist while providing useful infor-
mation today.

e Communication and collaboration across sectors and across levels
of government could greatly improve the development, implemen-
tation, and refinement of such measures.

e Short-term, medium-term, and long-term steps could be identi-
fied to make such improvements, which could help prioritize the
actions of the public and private sectors.

ORGANIZATION OF THE REPORT

The broad topics identified by the forum co-chairs, the panel modera-
tors, and the breakout group leaders emerged both from the presentations
at the workshop and from subsequent discussions. In this summary report,
important points raised by workshop members during discussion sessions
have been incorporated into the summaries of speakers’ presentations.

Chapter 2 describes several examples of the successful use of data
integration to inform research and policy pertinent to children’s cogni-
tive, affective, and behavioral health. It also discusses how these and other
systems might be improved. Chapter 3 looks at innovations in the use of
measurement systems to monitor changes in children’s health at the indi-
vidual and population levels. Chapter 4 considers examples of how quality
measures have been used to facilitate system change in early childhood,
juvenile justice, and health care settings. Chapter 5 discusses tools devel-
oped to measure the implementation of evidence-based preventive programs
at scale and offers suggestions about how such tools can be used to improve
the sustainable delivery of programs. Finally, Chapter 6 summarizes the
observations of the breakout groups and the comments of workshop par-
ticipants on the major topics discussed at the workshop.
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Maximizing the Value of National,
State, and Local Measurement Systems

of the successful use of data integration to inform research and

policy pertinent to children’s cognitive, affective, and behavioral
health. These examples extended from the local level to the state level to the
national level, but all had several features in common. They relied on data
gathered, combined, and disseminated in unusual ways to better understand
the problems facing children and ways of overcoming those problems.

The workshop began with four presentations that featured examples

DATA ON CHILDREN’S HEALTH AND WELL-
BEING IN THE STATE OF MARYLAND

Maryland is a state of about 5.8 million people, explained Anne
Sheridan, executive director of the Maryland Governor’s Office for Chil-
dren. Of the 857,000 children in the state’s K~12 public education system,
43 percent are eligible for free and reduced price meals. With two large
urban areas—Baltimore and the suburbs of Washington, DC—the state is
rich demographically, with about 55 percent whites, 29 percent African
Americans, 8 percent Latinos, and 5 percent Asians. The state also has
a strong county government system, with 23 counties plus the City of
Baltimore, “so everything that you do, you need to automatically multiply
by 24,” said Sheridan. The state’s economy is grounded in its academic and
educational institutions, its proximity to Washington, DC, its medical insti-
tutions, and its thriving hospitality and tourism industry—which Sheridan
referred to as “eds, beds, feds, and meds.”
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The state now has more jobs than before the recession that began in
2008, and it has a relatively high median income. But it also has persistent
pockets of poverty and challenges for many families, which has a great
impact on children’s health and well-being.

Maryland has a Governor’s Office for Children and a Children’s Cabi-
net consisting of the heads of the departments responsible for child welfare,
education, health, disabilities, juvenile services, and the budget. Moreover,
unlike children’s cabinets in other states, the one in Maryland has a dedi-
cated line item in the state budget devoted to early intervention and preven-
tion programming in each of its jurisdictions. The cabinet functions as a
grant maker. It asks jurisdictions to think about the highest needs in their
areas, and funds are distributed to a wide variety of programs according
to those needs. Historically, it has focused on children with the highest
needs, who are also at risk of involvement in multiple state systems. “Not
surprisingly,” said Sheridan, these are “the children and families who also
cost the state the most money.”

The state uses two major data structures to measure improvements
in children’s health and well-being. The first is a results and indicators
framework that has been used for many years to guide Children’s Cabinet
programming (see Figure 2-1). This approach focuses on planning, deci-
sion making, and budgeting around desired results or outcomes. It has 25
indicators that are associated with particular results, which enable data
to be gathered that can be used to determine what is driving particular
outcomes. The framework, which is publicly available, establishes shared
goals, aligns grant making, and makes children a priority. The system was
“a game changer when it was introduced 14 years ago,” said Sheridan.
It also is fairly simple and accessible. “We could train you up on it in an
afternoon and feel like you’d have the basic principles.” It has limitations
in being produced only on an annual basis, not being a powerful tool for
day-to-day management, and not being comprehensive. But “even with
those limitations, it’s proved to be valuable over time.”

The second data structure is a statewide process called State Stat that
was introduced by Governor Martin O’Malley after he was elected in 2006.
Based on a similar process developed in New York City to track crime, State
Stat sets clear expectations about statewide goals. Four areas fall under the
purview of the Children’s Cabinet:

End childhood hunger in Maryland by 2015.
Improve student achievement and school, college, and career readi-
ness by 25 percent by the end of 2015.

e Reduce violent crimes committed against women and children by
25 percent by the end of 2018.

¢ Reduce infant mortality in Maryland by 10 percent by 2017.
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Indicators Results

Babies Born Healthy

Reduce the rate of
“Low Birth Weight”

Healthy Children

School Readiness

Reduce the rate of

School Success All Maryland
“Infant Mortality”

- Children Are
School Completion Successful in Life

School Transition

Reduce the rate of
“Births to Adolescents”

Safety

Stability

FIGURE 2-1 The state of Maryland’s indicators and results framework. The frame-
work has indicators associated with a variety of positive outcomes.

SOURCE: Sheridan, 2014, adapted from Children’s Cabinet and Governor’s Office
for Children, 2012.

The State Stat process is a rigorous, data-driven procedure in which the
state officials responsible for these goals convene, review the information,
and take a “deep dive” into the things that are contributing to or detracting
from success, said Sheridan. The process is also designed to foster collabo-
ration and transparency so problems can be identified and solved.

As an example of how information is used, Sheridan discussed the
children’s hunger goal. Maryland has had a number of long-running child
nutrition programs, but for a variety of reasons the programs remained
underutilized. For example, every child who receives a free and reduced-
price lunch should get a school breakfast, which contributes greatly to
their ability to pay attention, to do well in school, and to remain healthy.
To increase the use of the school breakfast program, the state convened a
number of players at the state level, foundations, and corporate partners,
and this group together mounted an outreach program that has encouraged
schools to make breakfast part of the school day. From 2007 to 2008 and
from to 2014 to 2015, the number of children eligible for a free or reduced-
price lunch who ate a free or reduced-price breakfast at school every day
rose from 44.6 percent to 60.9 percent. About 400 schools have intro-
duced some sort of in-classroom grab-and-go breakfast, providing greater
flexibility for students to eat breakfast, and about 75,000 more children are
getting free and reduced-price breakfasts than was the case before.

A major obstacle in this effort, Sheridan said, was getting the county-
wide and school-level data about breakfasts from the Maryland State
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Department of Education. To some extent, the needed data were not being
collected, and to some extent attitudes limited the release of data, noted
Sheridan. Improvements on both fronts have resulted in school-level data
mapped across the state. “You can go to the State Stat website, if you’re
interested in how we’re doing on this goal, and pull your school down,”
said Sheridan. “You can see how it’s doing, [which] is also a factor in
communicating success, attracting more supporters for this enterprise, and
hopefully showing what were the longer-term impacts of us doing a better
job connecting kids to school breakfast.”

Analysis of the data showed that an increase in school breakfasts was
linked to an improvement in test scores and attendance, with attendance
linked to longer-term success. “We are able to make pretty definitive state-
ments about the value proposition for making these investments,” said
Sheridan. The result has been a “virtuous cycle of improvement, progress,
and success . . . that’s really helped us.”

The ability to engage outside partners was “a big part of what drove
the success of the school breakfast campaign,” said Sheridan. “Every big
issue that the Governor’s Office for Children has worked on, its progress
has been made possible by having [a] national partner. On our hunger goal,
it’s been Share Our Strength. On our out of school time, it’s been largely the
Charles Stewart Mott Foundation, which is building a statewide network.”

States will continue to be innovators and incubators of successful pro-
grams in the future, said Sheridan. “I don’t think the United States Congress
is going to be offering a lot on that front for a number of years.” A major
challenge at the state level is to make it safer and more attractive to invest
in prevention. “It costs less to stay at the Four Seasons every night than it
does for us to place you in a hardware-secured juvenile detention facility,
but I am having a hard time getting folks to say that $2,000 a year for high-
quality afterschool programming is a good investment. Need help here.”
Policy makers are deluged with data, some of which is helpful and some
of which is not. Data systems that are sustainable across administrations,
so they do not change when a new administration is elected, can help align
budgeting, messaging, and outcomes, Sheridan concluded. Also, she noted,
“The difference between a dream and a goal is a deadline.”

“To improve outcomes for kids is an investment, and you have to look
at it that way,” said Sheridan. “The more we can make data-driven argu-
ments that X investment here leads to this outcome, . . . the better off we’re
going to be.” At the local levels of government, people especially care about
their own neighborhoods and communities, and this drive can be carried
through to more broadly based levels of government as well.
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HEALTH CARE EXPENDITURES FOR CHILDREN WITH
DISRUPTIVE BEHAVIOR DISORDERS IN MEDICAID/CHIP

The Center for Medicare & Medicaid Innovation (CMMI) within the
Centers for Medicare & Medicaid Services (CMS) conducts many of
the innovative projects undertaken by CMS throughout the United States.
Vetisha McClair, a research analyst at CMMI, described two intramural
research projects conducted by members of this team as examples of the
kinds of data on children’s health and well-being that are available and
how they can be used.

Medicaid and the Children’s Health Insurance Program (CHIP) are
together the largest source of health care for children in the country.
Medicaid, which covers primarily low-income children, is a partnership
between the federal government and states, and the benefit packages differ
from state to state. CHIP is available in all states and it covers children
from higher income families who are not eligible for care under their par-
ent’s private insurance or whose parents lack insurance.

Few studies have examined the expenditures for children on Medicaid/
CHIP with disruptive behavior disorders (DBDs), said McClair. DBDs con-
sists largely of conduct disorder, which is characterized by disregard for
societal norms and the rights of others; oppositional defiant disorder, which is
characterized by persistent patterns of anger and breaking rules; and are often
comorbid with attention deficit hyperactivity disorder (ADHD). These condi-
tions can become a large burden on both familial and health care resources
and can significantly limit the educational experiences of children. Also, some
children diagnosed with DBDs experience impairment that persists into adult-
hood, including the development of antisocial personality disorder.

A group of researchers within CMMI conducted a study, using health
care claims data, to assess disease prevalence and expenditures for the
treatment for DBDs among Medicaid/CHIP beneficiaries. The data came
from Medicaid Analytic eXtract (MAX), which is a set of person-level and
claim-level data files compiled annually that contain Medicaid eligibility,
service utilization, and program payment information derived from state
reporting. Eligibility files were combined with health care claims from
in-patient, long-term care, prescription drug treatment, and other claims
to develop an extensive dataset of information about the health care that
children receive throughout the United States.

Medicaid claims data are very useful in examining national trends and
intra-state health care policies. However, comparisons between individual
states are not generally recommended, said McClair, due to differences in
benefits and data quality. Individual states determine the benefit packages
and services covered, therefore one cannot be ensured of uniformity in
services between individual states.
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The study was able to extract and examine claims data for 46 states
and the District of Columbia, though the California and New York analyses
were still under way at the time of the workshop because of the difficulties
of analyzing such large samples. In addition, Maine and Alabama were
excluded because of data inconsistencies. For children and teens under 20
with at least one diagnosis in a health service claim of conduct disorder,
oppositional defiant disorder, and/or ADHD, outcomes were analyzed by
sex, age, race and ethnicity, state, and delivery type (fee for service or man-
aged care). Outcome measures included both prevalence in the study sample
and expenditures.

The study found that the prevalence of DBDs among Medicaid benefi-
ciaries increased slightly over the period studied, from 4.7 percent in 2006
to 5.3 percent in 2009. Within racial and ethnic groups, the prevalence of
DBDs remained relatively stable, with whites and Hispanics/Latinos hav-
ing a substantially higher prevalence than blacks (McClair et al., 2014).
Over the 4-year period, the number of children eligible for Medicaid/
CHIP increased from 24.8 million to 27.7 million. As a result, the total
Medicaid payment for beneficiaries with a DBD increased. However, the
total Medicaid payment for DBD treatment remained more or less flat,
and the proportion of expenditures devoted to mental health among all
services addressing mental health issues decreased slightly over this period,
McClair said.

She also described a related study on the use of prescription drugs
among Medicaid beneficiaries. Individuals with a DBD have high rates of
prescription drug use, and the number of these individuals who use pre-
scription drugs went up 25.6 percent between 2006 and 2009. The total
number of prescriptions also increased by 27.2 percent from 2006 to 2009,
and the Medicaid payments increased by 28.8 percent, with the payments
per beneficiary staying largely the same (Zhao et al., 2014). A large portion
of drugs prescribed to children with DBDs were psychotherapeutic drugs,
and this proportion has remained relatively stable for all beneficiaries and
within racial subgroups.

McClair drew several conclusions from these data. First, these results
could be explained by a number of exogenous factors, including delivery
system reform and state-level changes to Medicaid/CHIP benefits.

Second, further research is needed to address not only the costs associ-
ated with the treatment of children with DBDs but how expenditures may
vary by state and how those monies are allocated.

Finally, Medicaid data are a viable source of information about the
state of health care for vulnerable populations, such as low-income chil-
dren. Understanding the most current information available on medical
expenditures for children with these conditions is crucial to instigating
changes in the health care system that promote increased access to care
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while containing costs, she said. “We need to continue research in this area
and continue to use Medicaid data for both research and policy purposes.”

In response to a question, McClair observed that Medicare has always
attracted much of the attention within CMS, resulting in less focus on chil-
dren’s issues. But the Innovation Center has been tasked to look at specific
populations and problems that drive costs, which has laid the groundwork
for policy changes and new programs. For example, one potential area of
focus in the future could include how CHIP may cover a child in a family
but not cover a parent who has a substance abuse problem that is affecting
the child. Innovative cross-agency programs could address problems within
families in a more coordinated way, she said.

MULTIPLE SERVICE SYSTEMS USE AMONG ILLINOIS FAMILIES

Chapin Hall, which was an organization created to take care of orphans
of the Civil War, was brought to the University of Chicago 30 years ago to
have an impact on the well-being of children through better research and
analysis. It has particularly sought to achieve that goal by building relation-
ships with policy makers and by conducting research that meets the needs
of the public sector. Known for its work with government social program
administrative data, it employs a full range of research methods and ad-
dresses many issues relevant to children, families, and their neighborhoods.

Robert Goerge, senior research fellow at Chapin Hall, pointed out
that subgroups of families are at highest risk of their children experiencing
adverse childhood experiences. These families tend to be characterized by
a combination of attributes:

Chronically unemployed parents

Very low socioeconomic status

Long-term welfare program participants

Single-parent families

Mothers who had their first child as an adolescent

Families without grandparents living with them

Alcohol, drug use, mental illness

Inadequate parenting skills, family breakdown, parental stress and
mental illness, domestic violence, and parental history of maltreat-
ment during childhood

e Community-level low socioeconomic status, living in an impover-
ished community, family size, and sibling spacing

To learn more about these families, Chapin Hall has created an Inte-
grated Database on Child and Family Programs in Illinois that combines
data from law enforcement, foster care and child maltreatment investiga-

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/21661

Innovations in Design and Utilization of Measurement Systems to Promote Children's Cognitive, Affective, ...

12 INNOVATIONS IN DESIGN AND UTILIZATION OF MEASUREMENT SYSTEMS

R
Chicago Pre-k Chicago Public CPD Arrest Data
Schools
-
; Cook County
Chicago Head Juvenile Court
Start
Juvenile

Incarceration

Adult
— Incarceration
Ul Wage
Records
Foster Care
Ul Benefits H
R Chapin Hall %)Ch'ld
i
—_— I D B Maltreatment
WIA Investigations
=

Medicaid
Providers

Medicaid Claims

- @@
SSI/AABD ——
Medicaid Eligible

Population
TANF

SNAP (Food Child Care Child Care TANF Work
Stamps) Subsidies Licensing Programs

FIGURE 2-2 The Integrated Database on Child and Family Programs in Illinois.
The database combines data from a number of social service agencies.

NOTE: AABD = Aid to the Aged, Blind, and Disabled; CPD = Chicago Police
Department; IDB = Integrated Database; SNAP = Supplemental Nutrition Assistance
Program; SSI = Social Security Income; TANF = Temporary Assistance for Needy
Families; UI = Unemployment Insurance; WIA = Workforce Investment Act.
SOURCE: Goerge, 2014.

tions, Medicaid programs, welfare programs, employment records, and
education (see Figure 2-2). The data span the period from 1977 to 2014,
but most are from 1990 forward.

The process of making administrative data suitable for research use
includes three important steps':

! For discussion on privacy and use of personal data, see Chapter 6.
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e De-duplication, or identifying records within a dataset that belong
to the same individual;

e Record linkage, to identify and link individuals across datasets,
which may require probabilistic record linkage; and

e Identifying relationships among individuals.

Administrative data have a variety of advantages and disadvantages com-
pared with survey data, Goerge pointed out (see Table 2-1).

The data collected by Chapin Hall demonstrate that a small number
of families use a large portion of the state’s highest-cost services, including
expensive and intensive health, human service, and corrections programs.
Families were defined as individuals who were “linked” through member-
ship in the Supplemental Nutritional Assistance Program or Temporary

TABLE 2-1 Advantages and Disadvantages of Surveys and
Administrative Data

Advantages

Disadvantages

Surveys based on
data collection:
sample surveys
and censuses

Register-
based Surveys
(administrative
data and other
non-traditional
datasets)

Can choose which questions
to ask across multiple domains
Can be up to date (depending
on how big of an effort it is)

No further burden on the
respondent for the statistics
Low costs

Almost complete coverage of
population

Complete coverage of time
Respondents answer carefully
to important administrative
questions

Good possibilities for
reporting for small areas,
regional statistics, and
longitudinal studies

Link records across datasets
to take advantage of the
relatively small amount of
high-quality data in each data
source

Some respondents ...

... do not understand the question

... have forgotten how it was

... do not repond (nonresponse)

... respond carelessly

Burden on respondents can be high
Expensive

Low quality for estimates for small
study domains (for sample surveys)

e Cannot ask questions

e Dependent on the administrative
system’s population, object, and
variable definitions

e The reporting of administrative
data can be slow; the time
between the reference period
and when data are available for
statistical purposes can be long

e Changes in the administrative
systems make comparisons
difficult

® Variables that are less important
for administrative work can be
of lower quality

SOURCE: Goerge, 2014, adapted from Wallgren and Wallgren, 2007.
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Assistance for Needy Families cases, or were involved in a Department of
Children and Family Services case; problems were defined as an instance
of mental health service, substance abuse treatment, adult incarceration,
juvenile incarceration, or foster care placement. Multisystem families whose
members had at least two different types of problems, which represent
23 percent of families, account for 63 percent of system involvement and
86 percent of costs of foster care, Medicaid, and adult and juvenile incar-
ceration (see Figure 2-3). If the state could develop a deeper understanding
of the circumstances in which these families live, their histories, their geo-
graphic location, and their trajectories, along with what services they have
used, it could provide more adequate and efficient services, Goerge observed.

Analysis of the data also revealed the percentage of multisystem fami-
lies by county across the state, with the southern part of the state having
the highest prevalence of multisystem families. Within the city of Chicago,
some of the 77 Chicago area communities that sociologists have been
studying for many years had up to 40 percent of the study population
in multisystem families. At an even more detailed geographic level, some
census tracts have more than 60 percent of children living in multisystem
families, with some tracts above 90 percent. Furthermore, the percentage of
children living in multisystem families is tightly correlated with education
failure, Goerge noted.

The most common problem experienced by families was mental health
service, accounting for about 221,000 problems among the total of 465,000

100% -

90% | [l Families in multiple systems

80% | ] Families in one system

70% | . .
[] Families not in any systems

60% -

50% -

40% -

30% -

MSFs accounted for:
20% -

10% - * 23% of families
* 63% of system involvement

Families System Expenditure * 86% of costs
Involvement

0% -

FIGURE 2-3 Costs of services for multi-system families (MSFs). Less than one-

quarter of the families account for 86 percent of the costs of services.
SOURCE: Goerge, 2014.
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problems experienced (see Figure 2-4). Among families with multiple prob-
lems, 94 percent had received mental health services. More than half of
these families (54 percent) received both in-patient and out-patient ser-
vices, which surprised the researchers, who expected more of the services
to be out-patient. For substance abuse treatment, 42 percent of those who
received any type of services were receiving in-patient services. “For about
half of these families, it’s a very intensive and costly service,” noted Goerge.

The biggest surprise involved child abuse or neglect and intentional
injury. Of the multisystem families, 81 percent had reported child abuse or
neglect or a report of an intentional injury from the Medicaid claims data.
“You wonder where the violence in Chicago comes from,” said Goerge.
“Its source is these children experiencing tremendous amounts of violence
in their homes. That’s why they’re on the streets.”

Future research directions for multisystem families include identifying
unique characteristics of such families in specific places, discovering the
problems that may have the greatest impact on the current state of the family,
revealing whether single individuals account for multiple problems within a

wonat ot | 2,575

Foster Care _ 106,784

Substance
aouse TN 72,161

Adult
Incarceration _ 56,649

Juvenile _F 8,564
0

Incarceration

50,000 100,000 150,000 200,000 250,000
Number of Families with Each Problem

FIGURE 2-4 Types of problems experienced by families. Mental health was the
most common problem for families.

NOTE: The total number of problems (465,036) exceeds the total number of fami-
lies with problems (285,722) because some families have multiple problems.
SOURCE: Goerge, 2014.
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family or whether several family members encounter problems, delineating
between families that have had few service spells versus families with mul-
tiple service spells, estimating the cost of providing state services to multiple-
problem families, looking at asthma and other chronic conditions, examining
assets such as employment and education, and conducting longitudinal analy-
sis to determine when these families became multisystem families.

Turning from this example to broader issues, Goerge observed that
states and cities are developing their administrative data sources faster
than ever, and they are using the data for many different purposes. They
also are making the data public, enabling data entrepreneurs to create apps
that inform the public and policy makers. In addition, a number of federal
initiatives are promoting the development of administrative data.

However, this is happening to different degrees in different cities, coun-
ties, and states, and there is a wide variation in who has access to the data
and in the quality of the data. Best practices have not been disseminated to a
sufficient extent, Goerge said, and state and cities are taking years to develop
these efforts. States often rely on large corporate vendors, and these vendors
typically go only so far—for example, they generally do not give states the
ability to track individuals across systems. Meanwhile, government agencies
do not have the skilled staff necessary to take full advantage of the efforts. In
addition, state bureaucracies often want to hold on to their data, said Goerge.
“They are more likely to share their data with us than with each other.”

Special interests promote the perspective that problems can be addressed
one by one, Goerge observed, but everyone knows that early nutrition and
good parenting is associated with learning, learning is associated with get-
ting a job, a parent having a job is associated with child well-being, and lack
of school success is associated with criminal behavior. This is why breaking
down silos is necessary to make policy and development programs to im-
prove the well-being of individuals and families, he said. Goerge reiterated a
point made by McClair—that no one agency or group is responsible for all
of the problems facing individual families. “Our policy in the United States
is not family focused. Our policy in the United States is we do something
when a child or adult is ready to hurt somebody else or hurt themselves.”

Thirty years ago, when there were less data, most public-sector agen-
cies had handfuls of analysts, but now they are fortunate to have one. At
the same time, the federal government is requiring evidence-based practice
and evaluation in many areas of social programs, which is a major chal-
lenge, given the lack of research expertise in these agencies. Importantly,
data-sharing agreements are becoming more complicated as identity theft
becomes more prevalent, as federal regulations proliferate, and to the extent
that sometimes leaders and legal teams can view information as power and
perceive that data sharing could potentially lead to negative media. Goerge
noted that much change happens incrementally through negotiations be-
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tween government, not-for-profit agencies, and health care providers over
the contracting and budgeting processes. The more that people have infor-
mation about what is happening to children and families, the more this
behind-the-scenes work yields progress. Contracts are the easiest way to
work with government, even though universities are generally concerned
that they limit academic freedom. Furthermore, it is hard to justify using
state dollars to fund evaluations, so the few evaluations that are done tend
to be federally funded.

The greatest need, Goerge concluded, is to better connect academics
and government. Government currently does not have enough human capi-
tal to link to the researchers who can help. In addition, barriers keep data
from flowing to those who need the information. The nature of these
barriers varies from sector to sector and place to place, but there are com-
mon themes. Incentives have to be put into place for all jurisdictions to use
their data to get smarter about what they are doing, Goerge emphasized,
and all federal research projects should be reviewed so that they are effec-
tively using administrative data.

USING DATA TO IMPROVE PATIENT-CENTERED OUTCOMES:
A PERSPECTIVE FROM THE MEDICAID MEDICAL DIRECTORS

The Medicaid Medical Directors Network, which started as a knowl-
edge transfer project of the Agency for Healthcare Research and Quality,
has been meeting since 2005 and is now part of the National Association
of Medicaid Directors. Situated at the intersection of practice, policy, and
payment, it engages in collaborative work to achieve its vision of “improv-
ing the lives of Medicaid patients through excellent health stewardship.”

In the keynote address of the workshop, the director of the network,
Jeff Schiff, who is medical director for the Minnesota Health Care Programs
at the Minnesota Department of Health Services, described three projects
of national significance that the network has undertaken. The first was on
the use of psychotropic medicine among children. In 2007, pooled results of
state analyses indicate that far more children in the foster care population
received a psychotropic prescription than in the general population.? This
finding has led to state policies and programs directed toward the use of
such medications among this population, Schiff said.

The second project was on hospital readmissions. Trudnak et al. (2014)
found that 9.4 percent of all hospital admissions among the Medicaid popu-
lation in 19 states were 30-day readmissions. They also found a 10.9 per-
cent mental and behavioral health readmission rate among children ages

2 More information is available at http:/rci.rutgers.edu/~cseap/ MMDLNAPKIDS.html
(accessed March 25, 2015).
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12 and younger, and a 11.7 percent rate among those ages 13 to 20. “In
Medicaid, that’s obviously real dollars,” said Schiff.

The third project, which he described in greater detail, involved early
elective delivery. Slightly less than half of all births in America are paid for
by the Medicaid program, and early elective deliveries, which have been
associated with various negative cognitive outcomes later in life, account
for nearly 9 percent of births paid for by Medicaid (Fowler et al., 2014).
Early elective deliveries have become a concern for the American College
of Obstetrics and Gynecology, the Collaborative Improvement and Innova-
tion Network of the Maternal and Child Health Bureau, and the National
Center for Health Statistics of the Centers for Disease Control and Preven-
tion (CDC). The Medicaid Medical Directors Network set about getting
other organizations involved in the issue, first to improve birth outcomes
and second, as a proof of concept that this kind of quality work can be
done as a state-led national project.

The research process was to agree on research questions based on
input from the state Medicaid medical directors and staff, to define data
parameters with the state data staff, to set up data submissions, to analyze
the resulting data, and to report the results and make the link to policy.
One interesting thing about this process is that the states are motivated by
comparing their results with other states, Schiff noted. Similar to quality
improvement processes at the provide level, reporting confidentially to
states offers opportunities for state level discussions and subsequent policy
actions. Additionally, by using an existing data stream for improvement
creates an atmosphere where states strive to improve the quality of their
data, Schiff added. Though the results of the study were embargoed at the
time of the workshop, Schiff noted that the research did find significant
numbers of early elective deliveries.

Schiff drew several conclusions from the studies he described:

e Sharing information so that states can compare their results to the
national aggregate tends to spur quality improvements at the state
level.

e Involvement in the research at the state and local levels creates
ownership of the data and quality improvement.

e Measurement and quality improvement occur best when the results
are relevant to families and frontline providers.

State-level quality improvement can be linked to state policies.
Data and quality improve together. “The data will never be per-
fect,” said Schiff. “We have to make decisions based on the data
we have.”

e Resources and a resourced infrastructure enable such projects to be
undertaken.
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Schiff also pointed to several criteria for the development of measures:

e Importance

e Scientific soundness, including clinical soundness (process to out-
come relationship) and measurement soundness (reliability and
validity)

e Usability

¢ Feasibility of data collection

In addition to these criteria, he emphasized the importance of involving
the people who are getting measured. Such involvement can avoid “mea-
surement fatigue” that is felt by many providers and can help measures be
adopted. Schiff also noted that the involvement of data experts can bring
energy, excitement, and expertise to a project.

Data linkage can be a challenge with Medicaid and vital records data.
Medicaid records include claims, service data, and data that come in
through managed care. They also include enrollment data on such factors
as race and level of poverty. Timeliness can be an issue, because old infor-
mation is not always actionable, and data are not always of high quality.
Deciding on identifiers, matching records, establishing common definitions,
and linking data involve a variety of processes and actors, and all of these
issues need to be addressed, said Schiff.

Data linkage also provides an opportunity to improve data, Schiff
pointed out. For example, linkages could make it possible to incorporate
patient-reported outcomes into the data. Electronic health records, even
knowing one small piece such as body mass index is available, would help
with monitoring data.

In conclusion, Schiff listed several possible topics for the forum to
consider:

Foster care and educational outcomes

Autism treatment and outcomes registry

ADHD diagnosis and educational outcomes
Psychotropic medications and race/ethnicity
Behavioral health screening and mental health services
Social complexity and improved well-being

All of these issues are vertically relevant at all levels of the system. But
pursuing any such set of issues will require an infrastructure for project
development and process steps, the time of state data and policy staff mem-
bers, and integrated support, including network maintenance.
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Measurement Systems to Assess
Individual- and Population-Level Change

any data systems already exist that can be used to monitor changes
in children’s health and well-being. Experience with these systems
has revealed how innovations can improve health at the indi-

vidual and population levels. Five presenters described examples of these
systems and pointed toward how they could be replicated and expanded.

EVALUATING SUBSTANCE ABUSE PREVENTION ON
A LARGE SCALE ACROSS STATE POPULATIONS

Robert Orwin, a senior study director in the Behavioral Health Group
at Westat, led off the session by describing results from a national pub-
lic health initiative to counter substance abuse: the Strategic Prevention
Framework State Incentive Grant (SPF-SIG), an ongoing program of the
Substance Abuse and Mental Health Services Administration (SAMHSA).
Its goals are to prevent the onset of substance abuse problems and to re-
duce their progression; to reduce substance abuse-related problems and
their consequences in communities, such as alcohol-related motor vehicle
incidents; and to build capacity and infrastructure for prevention work at
state and local levels. Orwin and his colleagues conducted an evaluation
of the first two cohorts of SPF with funding from the National Institute on
Drug Abuse in partnership with SAMHSA (Orwin et al., 2014). The study,
which linked state, community, and intervention factors with population
changes relating to substance abuse, is a major advance because of its use
of large-scale population data, he said.

21
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The SPF model features an interative process involving:

Assessment of assets and needs at the local and state levels;

Building, assessing, and increasing capacity;

Strategic planning driven by data analysis;

Funding of communities to implement and carry out intervention

programs at the local level based on the assessment, capacity build-

ing, and planning process;

*  Ongoing evaluation throughout the process, resulting in additional
assessment and capacity building; and

e Sustainability and cultural competence that are woven throughout

all steps of the program.

The SPF program differs from previous federal prevention efforts in
two novel ways that are related to the workshop theme, Orwin said. One
is that the initiative requires using population-based information to set state
priorities and justify how resources are allocated to communities. This ap-
proach, known as “data-driven planning,” had not yet been applied in a
major way to substance abuse prevention at the time SPF began in 2004,
he said. A second distinctive aspect is that SPF measures its effectiveness
by relying on population-based outcomes, unlike the traditional approach
of examining effects on individuals at the program level.

Twenty-four states and 2 territories participated in cohorts I and II of
SPE, which funded 450 communities that initiated 2,534 interventions with
goals such as reducing alcohol and marijuana use, underage drinking, binge
drinking, and driving after drinking. Orwin summarized the results as gener-
ally being “very positive.” For example, out of 174 communities that targeted
30-day alcohol use, 132 showed improvement; 79 performed significantly
better, while 15 did significantly worse. Similarly, efforts to reduce driving
after drinking in high school students led to improvements in 56 out of 78
communities (Diana et al., 2014). Aggregating those community-level find-
ings to look at statewide effects revealed even stronger outcomes, he said.

The time period of the analysis—around 2006 to 2012—coincided
with a secular downward trend in substance abuse across the United States.
However, some states in the SPF project collected data from communities
that did not offer intervention programs, which allowed for a comparison
against the nationwide shift. “Even when the secular trend was taken into
account, the results were generally quite impressive over a large scale,”
Orwin said. About two-thirds of the 450 communities and states targeting
substance abuse improved relative to their comparison communities. Seven
states that ran intervention programs reaching more than 50 percent of
their populations achieved improvements relative to the national downward
trend on most outcome measures (Diana et al., 2014).

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/21661

Innovations in Design and Utilization of Measurement Systems to Promote Children's Cognitive, Affective, ...

ASSESS INDIVIDUAL- AND POPULATION-LEVEL CHANGE 23

The researchers examined which predictors at the state, community, and
intervention levels might explain success in reducing substance abuse and its
consequences. Generally, state-level factors relating to implementation, infra-
structure development, and population were not all that predictive of the
variations in outcome performance. “The communities were really where
the action was,” he said, referring to community-level factors such as funding
and organizational support, coalition capacity, SPF step scores, and interven-
tion variables.

Communities that used their SPF grants to leverage additional preven-
tion funding from other sources were more likely to achieve significant
reductions in substance abuse measures. However, the results depended on
the sources of that extra money. Block grants and community or munici-
pal funds appeared to predict significant favorable changes in outcomes,
whereas financing from foundations, corporations, or private donors did
not. With few exceptions, factors relating to organizational support, such
as state-provided technical assistance, had no effect on the variations in
outcomes.

Community partners that were well-structured coalitions with good
processes in place, paid leadership, membership diversity, and supportive
communities achieved greater reductions in underage drinking outcomes.
As far as intervention variables, an interesting question was which kinds
of prevention strategies can promote population-level changes. Whereas
traditional programming approaches try to change individuals’ behaviors,
currently there is a major emphasis on so-called environmental strate-
gies for health prevention, such as large-scale education campaigns and
community-level actions such as changing zoning laws for liquor stores.
The researchers found that the number of environmental strategies that
a community implemented predicted more reductions in substance abuse
outcomes. Tailoring interventions to the needs of the target population also
predicted decreases in underage drinking outcomes (Diana et al., 2014).

The take-home messages from SPF are that researchers should do
more evaluations with population data, do it better, and explain the re-
sults more simply, Orwin said. Protecting and expanding the data systems
are also important goals, he added.

CLOSING RESEARCH DATA GAPS TO PREVENT YOUTH SUICIDES

According to the National Center for Health Statistics (NCHS), as of
2012, suicide accounted for 40,600 deaths in the United States—and 5,178
were young people from 10 to 24 years old, making it the second leading
cause of death in that age group. For the past 3 years, Jane Pearson, as-
sociate director for preventive interventions in the Division of Services and
Intervention Research at the National Institute of Mental Health (NIMH)
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and chair of the NIMH Suicide Research Consortium, has been working
on a prioritized research agenda for suicide prevention, a project being
implemented by a task force of the National Action Alliance for Suicide
Prevention (NAASP). Experts have been looking at youth suicide numbers
for decades, Pearson told the workshop audience, and “It was time to try
to do something about it.”

The task force set out to prioritize research objectives that, if imple-
mented, could reduce all suicides — including youth suicides — by 20 per-
cent in 5 years (NAASP, 2014). While the task force of course understands
how long it takes to do research, it wanted to push to “find something that
looked tractable, something that we should be able to do.” The task force
identified several gaps in research data around key questions: What causes
suicide? How does one detect risk? What are adequate interventions? What
kinds of prevention could work?

Pearson walked through several examples of data that are currently
available. She started with the 2012 youth suicide numbers from NCHS,
which were the most recent data available at the time of the workshop
(see Figure 3-1). The suicide statistics are available online (and via down-
loadable app) through the CDC’s Web-Based Injury Statistics Query and
Reporting System (WISQARS).! WISQARS makes it possible to examine
data at the state level and filter by gender, age, race, and ethnicity. The
system also includes information on injury morbidity, which includes the
numbers of suicide attempts as captured by a survey of hospital emer-
gency departments (see Figure 3-2). Another source of suicide data is the
recently expanded National Violent Death Reporting System (NVDRS),
which offers an opportunity for state health departments to put together
rich data around a death, such as linking to police or hospital records that
may indicate stressors in an individual’s life.

Looking at a graph of suicide statistics for the U.S. population, Pearson
pointed out that there were upticks in the numbers in 2008 and 2009,
perhaps reflecting the effects of the recession. What is disturbing is that the
numbers for 2012 continue to show an uptick. “This is troublesome,” she
said. For 15- to 19-year-olds in particular, suicide rates declined in the early
2000s but have shown an uptick since then.

In the teenage and young adult years (ages 10 to 24), many more
females attempt suicide than males do, but then that discrepancy evens out
over time. Remarkably, Youth Risk Behavior surveys show that as many as
20 percent of youths seriously consider suicide. “What does that mean?”
Pearson asked. “We just don’t have a good sense of why there are some
kids who think about it and nothing happens, and some kids think about
it and do something.” Experts talk about suicide in terms of a continuum

! Available at www.cdc.gov/ncipc/wisqars/default.htm (accessed March 25, 2015).
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FIGURE 3-3 Suicidal ideation and behavior among high school students.

NOTE: Data from the Youth Risk Behavior Survey (YRBS) 2013, for the 12 months
preceding the survey.

SOURCE: CDC Youth Risk Behavior Survey: http://www.cdc.gov/HealthyYouth/
yrbs/index.htm (accessed March 25, 2015); courtesy of Alex Crosby.

that starts with people thinking about killing themselves, then planning an
act, and attempting it (see Figure 3-3), but more longitudinal and phenom-
enological data are needed to understand those attempts, she said.

What can be done to reach youth at risk for suicide? The emergency
room is a promising place for intervention.”? A recently launched pro-
gram called Emergency Department Screen for Teens at Risk for Suicide
(ED-STARS)—funded by NIMH—is studying high-risk youth who receive
care at 14 participating emergency departments.’ Researchers will develop
innovative new approaches for predicting suicide attempts, including a
computerized adaptive screening tool similar to one created for identifying
depression, and an implicit association task that has been adapted to screen
for suicidal thinking (Cha et al., 2010; Gibbons et al., 2013).

The justice system is another route for addressing youth suicides. In

2 For details, visit http://www.hcup-us.ahrq.gov/nedsoverview.jsp (accessed March 25,

2015).
3 For more information, see http://www.nimh.nih.gov/news/science-news/2014/personalized-
screen-to-id-suicidal-teens-in-14-ers.shtml (accessed March 25, 2015).
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Utah, a 2002 study found that 63 percent of youths who died by suicide had
had run-ins with the juvenile justice system (Gray et al., 2002). In a subse-
quent pilot program, University of Utah researchers screened youths going
through the juvenile court system and found high rates of mental illness.
Providing preventative interventions for the juvenile offenders improved
their mental health and reduced new offenses (Moskos et al., 2007). Fund-
ing for that project was dropped, but the Utah researchers then applied for
money from the Garrett Lee Smith (GLS) grants administered by SAMHSA.

The GLS grants support programs that train gatekeepers such as
teachers and juvenile justice personnel on how to help a young person who
is suicidal. A 2013 SAMHSA report to Congress found that in counties
that implemented GLS training programs, the suicide rate went down in
10- to 24-year-olds, with 237 deaths prevented between 2007 and 2010
(SAMHSA, 2013). “It gives us hope that some of these programs that
SAMHSA is implementing are making a difference,” Pearson said.

An important issue for prevention is measuring suicidal youth’s help
seeking and getting them to the right kind of assistance. Studies indicate
that “suicidal youth have pretty bad approaches to their own coping and
getting help,” she said. They are more likely to reach out to their peers than
adults (Gould et al., 2004; Pisani et al., 2012). “You have a lot of kids who
get told about somebody who is suicidal, but they are asked to keep it a
secret: Don’t tell anybody. This is a big issue.”

The National Science Foundation (NSF) and National Institutes of
Health (NIH) have started funding research to explore how social media
might be used to help youths with mental health issues such as substance
abuse or depression. For example, a recent NSF-funded study of an online
social network for lesbian, gay, bisexual, transgender, and queer (LGBTQ)
youth suggested that users with fewer social connections were at greater
risk for depression (Homan et al., 2014).

HOW DATA REPOSITORIES ARE OPENING ACCESS TO
RESEARCH DATA ON AUTISM AND MENTAL HEALTH ILLNESSES

Greg Farber, director of NIMH’s Office of Technology Develop-
ment and Coordination, described an innovative infrastructure, called
the NIMH Data Archives, that collects information about research on
human subjects. The infrastructure started with the National Database
for Autism Research (NDAR), which Farber’s office oversees, and which
recently expanded to include all data supported by NIMH from clinical
trials as well as data related to the Research Domain Criteria initiative. In
addition, NDAR has developed a “deep federation” in linking with other
data repositories ranging from the Autism Tissue Program to the Simons
Foundation Autism Research Initiative. “Qualified researchers can access
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the data,” he said. “You can launch a query from the NIMH website”—or
from several other sites—“and cover all of these other data repositories
simultaneously.”

NDAR was originally created in late 2006 as a joint initiative of
the NIMH, the National Institute of Child Health and Human Develop-
ment, the National Institute of Neurological Disorders and Stroke, and the
National Institute of Environmental Health Sciences. “Putting data into a
repository is like filling a pool with a garden hose. It takes a while before
you have enough data to be interesting. At this point, the pool is pretty
full. We have data from over 77,000 subjects. We are holding around 500
terabytes, a variety of different types of data.”

Two principal building blocks shape how the data are organized: data
dictionaries (which define the language characterizing research on autism
and other illnesses) and the global unique identifier (GUID). The NDAR
data dictionary provides a flexible and extensible framework for data defi-
nition by the research community and makes more than 500 instruments
freely available for download from ndar.nih.gov. As data aggregates in the
federal repositories, the community can begin to compare various data
dictionaries and “start to pick winners,” Farber said.

Another benefit of aggregating data is that if a researcher tries to send
in an answer that falls outside the value range defined by a particular data
dictionary, “We send it back and say, ‘No, that is not quite right.”” At first,
researchers hate being told their data are incorrect, he said, but they appre-
ciate discovering errors sooner rather than later, and fix them. “The quality
of data across the field is improved.” The data repositories’ query tool also
allows investigators to quickly perform quality control checks on their data
by comparing their results to the large samples of data in the repository.

Meanwhile, the GUID (rhymes with fluid) is a key building block
designed to avoid including within the data repositories any information—
such as Social Security numbers—that could personally identify individual
study subjects. Using the GUID software, any researcher can enter informa-
tion from a person’s birth certificate (such as first name, last name, date,
and place of birth) to generate a unique identifier number for that indi-
vidual. If the same information is entered by other researchers in different
laboratories, the same GUID number will be generated.

The GUID thus allows data from multiple research labs to be aggregated
on the same research participants without having to share personally iden-
tifiable information about them. “This is a useful tool that we are happy to
make available to a wide array of research communities,” Farber said.*

The querying systems on the NDAR website let investigators easily

4 For a video about informed consent issues, see http:/www.youtube.com/watch?v=Tb6euCVoous
(accessed March 25, 2015).
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search the data repositories in various ways: by laboratory sources, by pub-
lished scientific papers (linked to citations in PubMed), by data dictionary
definitions, or by research concepts. Being able to access the shared datasets
can enable real science. By running queries, scientists also can observe that
many research participants are seen in many different laboratories, which
was surprising, Farber said. Researchers usually assume “that we are draw-
ing from a random sample when, in fact, we are drawing from a much
smaller sample. That has real possibilities for biasing the sorts of results
that we are getting.”

How much is NDAR being used so far? “One question about these
databases always is, if you build it, do they really come?” Farber said.
But “Once [the pool] is full, people really do come.” More than 270 users
have been granted access to NDAR, and Farber’s office has started seeing
papers published based on data that came from the data registry (Richman
et al., 2013; Sansone et al., 2012; Supekar et al., 2013). All in all, NDAR
has made autism data useful and accessible, said Farber, and his office is
happy to work with researchers on taking in data they have collected and
making the information accessible and searchable through the NIMH Data
Repositories.

USING DATA TO INFORM DECISION MAKING
IN MARYLAND PUBLIC SCHOOLS

Catherine Bradshaw, professor and associate dean for research and fac-
ulty development at the University of Virginia’s Curry School of Education,
next presented a glimpse of how end-users are using datasets in real-world
practice within the school setting. She described two federal initiatives in
education: the Maryland Safe and Supportive Schools (MDS3) project and
the Race to the Top. They offer examples of how data are being collected
on children’s academic performance and behavioral and mental health and
applied to decisions about individual children or the adoption of evidence-
based practices.

This work is in collaboration with the Maryland State Department
of Education and is guided by a conceptual framework for prevention
that builds upon multitiered systems of support. Maryland follows a well-
known noncurricular, schoolwide tiered prevention model called Positive
Behavioral Interventions and Supports (PBIS), which focuses on improv-
ing systems and practices through data-based decision making (Sugai and
Horner, 2006).5 The PBIS model applies a public health approach, wherein
it is generally understood that about 80 percent of children will respond to
universal interventions, while 20 percent need additional services. As the

3 For more details, see http://www.pbis.org (accessed March 25, 2015).
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magnitude of a problem rises, the level of intensity of support, resources,
and data collection needed to address it increases as well.

Many schools do a good job in getting a universal level of supports into
place, such as implementing schoolwide behavior management strategies,
Bradshaw said. But when schools find that a student is not responding to
that universal program and they want to understand why and which kinds
of services might help, data-based decision making is necessary. Response to
intervention is a data-based decision making framework used in education
to guide that program selection process.

MDS3 is a collaboration among Johns Hopkins University, the Mary-
land State Department of Education, and Sheppard Pratt Health System, a
large nonprofit mental health provider. Funded with $13.7 million from the
U.S. Department of Education and around $1 million from the William T.
Grant Foundation, MDS3 has three broad aims. One is to improve the
school environment by cutting down on violence, bullying, and substance
use and by improving connections among youth. The second is to develop
a sustainable Web-based survey system for assessing school climate to guide
the decision-making process. The third is implementing a continuum of
evidence-based programs or practices to meet students’ needs. In a pilot
project, 58 schools implemented the school climate assessment system,
and then half of the schools were randomized to a condition in which they
selected from a menu of evidence-based programs. The model was tested
as part of a 4-year randomized controlled trial. “We were very interested in
how to improve the school climate in these school settings,” Bradshaw said.
Schools in the group that received interventions adopted the PBIS model
and also chose to implement evidence-based programs such as Botvin’s Life
Skills Program for substance abuse prevention, or Check-In/Check-Out to
boost student engagement and attendance. Schools received training and
coaching by an implementation support provider, referred to as a school
climate specialist. The overall framework for helping schools select and
implement evidence-based programs is akin to the Communities That Care
community-wide implementation model.

The MDS3 project uses the U.S. Department of Education’s model of
school climate, which outlines the three key areas of safety, engagement,
and environment (see Figure 3-4). Many experts on school climate focus on
students’ perceptions of the school environment, but Bradshaw and her col-
leagues also wanted to examine behavioral issues, such as bullying or sub-
stance abuse, which can influence—or be influenced by—those perceptions.

The trial is currently in its final year of data collection, which includes
gathering data on fidelity of implementation; observations of the school
environment; and measures of school climate assessed via a Web-based
surveillance system, called the MDS3 School Climate Survey, that allows
students, parents, and school staff to complete a voluntary, anonymous
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School climate
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Connectedness
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student

Physical
comfort/cleanliness

Physical
safet

Bullying and Culture of
aggression equity
Parent
engagement

Rules and
consequences

Academic
engagement

Disorder

Support services

FIGURE 3-4 The U.S. Department of Education’s School Climate Model. The
model considers safety, engagement, and the school climate.
SOURCE: Adapted from Bradshaw et al., 2014b.

online questionnaire (Bradshaw et al., 2014a). School administrators can
access the survey data in real time and instantly generate status reports
through the password-protected website. The MDS3 initiative has expanded
into middle and elementary schools, and more than 200 Maryland schools
are now participating. Preliminary results from the randomized trial indi-
cate significant improvements in several behavioral outcomes and aspects of
school climate (Bradshaw et al., 2014a).

Meanwhile, Bradshaw and her colleagues worked with the Maryland
State Department of Education to develop a data dashboard for Maryland’s
participation in the Race to the Top initiative. Goals included identifying
which of 19 different indicators or risk factors could predict key outcomes,
such as whether students graduated from or dropped out of high school, and
whether students progressed to fifth or eighth grades on time or were held
back. The researchers analyzed state data on three cohorts—each with more
than 60,000 students—across elementary, middle, and high school. The 19
indicators included measures such as proficiency on standardized tests, yearly
retention data, and yearly absences; demographic or racial information were
not included in the initial analysis because the state did not want the resulting
algorithm to be driven largely by demographic-based risk factors.
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The data dashboard made it easy to visually stratify each student
cohort into categories by the number of risk factors they had, and to see
what the “cutpoints” were for the different outcomes. For instance, a high
school student with zero risk factors is likely to graduate, but a teen with
three or more risk factors is not. Faced with such a high-risk student, a
school principal might respond by saying, “We have got to get to this kid
and start thinking about ways that we can support [him or her],” Bradshaw
said. The researchers found their model fit best for predicting the outcome
of whether students did not graduate; academic achievement and retention
were the best predictors (Pas and Bradshaw, 2014).

Wrapping up, Bradshaw highlighted several common themes from the
two data-based initiatives in Maryland schools: The focus and framing of
the data dashboard varies by user need, which may include different inter-
ests in school climate, dropout rates, particular types of data (e.g., academic
performance or behavior), or decision making at the school level versus for
individual cases. Predictive modeling can be helpful for guiding decision
making. Incentives for data collection and use are important. Lastly, it is
important to provide training and a framework for using that information
to support decision making.

MEASURING POPULATION-LEVEL PROGRESS IN
THE FIGHT FOR DRUG-FREE COMMUNITIES

In the last presentation of the panel, Kareemah Abdullah, director of
the National Community Anti-Drug Coalition Institute and vice president
of training operations at Community Anti-Drug Coalitions of America
(CADCA), shared a perspective on measurement systems that assess popu-
lation-level change through the context of coalitions. Based in Alexandria,
Virginia, the nonprofit CADCA supports data-driven strategic planning and
prevention of illicit drug use, underage drinking, and youth tobacco use for
coalitions across the United States and its territories.® CADCA represents
more than 5,000 community coalitions and affiliates nationwide and has
helped build coalitions in 29 countries. Its goal is to unite these partners in
bringing about population-level reductions in substance abuse rates.

The National Coalition Institute is the arm of CADCA that provides
high-level training and technical assistance, evaluation and research, and
capacity building for coalitions that receive funding through the Drug
Free Communities (DFC) Support Act passed by Congress in 2001. The
institute is charged with “making coalitions smarter faster,” Abdullah
said. CADCA’s Community Problem-Solving Model aims to help coalitions
achieve population-level change. Realizing programs are necessary but not

¢ For more information, see http://www.cadca.org (accessed March 25, 2015).
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sufficient, coalitions focus on environmental strategies to achieve significant
youth behavioral outcomes.

Its research shows that “one of the most important indicators for achiev-
ing population-level outcomes is engaging in essential processes and having
the capacity to do so.” The institute operates from a conceptual “framework
for community change” in which training and technical assistance trigger
coalitions to improve their capacity, which in turn enables them to imple-
ment essential processes that lead to a set of comprehensive intervention
strategies (see Figure 3-5). Such strategies create community change that
resonates at the population level, driving population-level improvements.
This is the model that CADCA uses in providing the training that all DFC-
funded coalitions are required to undertake.

CADCA has found that communities need a problem-solving process to
be able to ask critical questions and identify the “local conditions” and risk
factors for which interventions can be developed to reduce problem behav-
iors. “We are identifying the problem. We are then asking why that problem
exists, what are the causal factors about the problem behavior among youth
in your particular neighborhood. . . . Then, your comprehensive intervention
strategies must be mapped, measured, and monitored at that local condition
level.” One example of a local condition is when youths are gaining access
to alcohol because neighborhood merchants are not carding them.

Institute Training Enhanced Coalitions
and Technical ‘ Coalition ‘ Implementing
Assistance Capacity Essential
Processes
Coalitions
Pursuing
Comprehensive
Strategies
. Created
Improved Population - C .
ommunity
Level Outcomes
Changes

FIGURE 3-5 Framework for community change of the National Coalition Institute.
SOURCE: Abdullah, 2014.
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CADCA focuses on seven strategies for behavioral change: provid-
ing information, enhancing skills, providing support, enhancing access or
reducing barriers, changing consequences or incentives, changing physi-
cal design, and modifying or changing policies. The last four areas target
changes in environment and are necessary for achieving the greatest im-
provements in youth behavioral outcomes, Abdullah explained. All seven
strategies must be applied to each local condition that is fueling a substance
abuse problem.

CADCA’s Institute has been independently evaluated since its incep-
tion in 2002. An independent evaluation led by Pennie Foster-Fishman
of Michigan State University examined the impacts of CADCA’s institute
training and technical assistance.” This longitudinal 4-year analysis tracked
coalitions that had received DFC funding in 2008-2009. Overall, the per-
centage of coalitions that engaged in creating policy changes grew signifi-
cantly in the 3 years following their CADCA training. Policy change was a
major indicator for positive outcomes in youth behaviors, Abdullah said.

However, the analysis also revealed that the increase in policy-changing
work dropped off at 4 years’ posttraining (Foster-Fishman, 2014), indicat-
ing that coalitions “at this stage needed additional training and technical
assistance,” she said. Many coalitions needed to revisit their collective
work and begin to focus on new local conditions because, in many cases,
their strategies for addressing previously identified local conditions had
succeeded.

Another evaluation conducted by ICF International studied the extent
to which pursuit of CADCA’s problem-solving approach had an impact on
youth substance abuse. In a cross-site analysis of middle school and high
school students, this study measured how many of the teens reported per-
ceptions of parental disapproval of alcohol, marijuana, and tobacco use and
perceptions of risk associated with substance use; and how many had used
substances in the past month. Communities with DFC-funded coalitions
that engaged in the problem-solving approach showed better outcomes
in youth behaviors than did communities without DFC coalitions (DFC
National Evaluation, 2013).

Overall, of all the elements in the CADCA’s framework for change, the
amount of “community change”—that is, program and policy changes—
that coalitions produce has the strongest impact on population outcomes.
Given the complex, messy nature of communities and coalition work,
Abdullah recommended that measurement systems for assessing coalitions’
effect on youth behavioral outcomes have three components: They should
be simple, with a linear logic model. They should be able to capture varied

7 For more information, see http://www.cadca.org/resources/detail/coalitions-trained-cadca-
institute-are-more-effective-community-problem-solvers (accessed March 25, 2015).
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interactions and outcomes, she added, because “dynamics need to be con-
sidered where multiple coordinated pathways are part of the outcomes and
very complex.” Lastly, they should look at complexity-based theories for
both action and change, Abdullah said.

DFC coalitions have a real impact through their work in communities,
she concluded, because the prevalence of substance abuse among young
people increases or decreases based on their perceptions of harm and use.
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Using Quality Measures to
Facilitate System Change

hether developed purely for research or to be applied in pro-

; R / gram improvement, measures have the potential to fundamen-
tally change social service systems, including child care, juvenile

justice, education, and health care. However, these changes are almost
invariably complex and can have harmful as well as beneficial effects. Four
speakers at the workshop examined the systemic changes that can occur

as the result of the development and implementation of new measures and
drew lessons on how to optimize the effects of such changes.

ENSURING HIGH QUALITY IN MEASURES OF CHILD
CARE AND PRESCHOOL: A CAUTIONARY TALE

Quality rating and improvement systems, which link child care sub-
sidy levels to quality ratings, emerged in the late 1990s and now operate
in about three-quarters of the states (Child Trends, 2014). More recently,
the Race to the Top Early Learning Challenge encouraged states to inte-
grate quality-monitoring systems across funding streams, and the Improv-
ing Head Start for School Readiness Act of 2007 required lower-quality
Head Start grantees to recompete for funding (though none were actually
required to do so until 2011)." These policy initiatives have accelerated a
trend of adopting measures designed for other purposes for high-stakes

I Additional information can be found at the Federal Register 75, no. 183 [September 22,
2010]: 57717, and at http://www2.ed.gov/programs/racetothetop-earlylearningchallenge/index.
html (accessed March 25, 2015).
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uses, noted Rachel Gordon, professor in the Department of Sociology and
associate director of the Institute of Government and Public Affairs at the
University of Illinois at Chicago.

These initiatives also have directed attention to the use of measures
that are valid and reliable. For example, the Race to the Top Early Learn-
ing Challenge required states to use “valid and reliable” indicators of the
overall quality of the early learning environment and of the quality of
adult—child interactions.? Such use of the terms reliable and valid suggest
that these are static properties of a measure for all time, all purposes, and
all populations, Gordon observed, but noting “This isn’t consistent with
our contemporary thinking about measurement.” Instead, the developers
and users of measures need to consider the intents of each research and
policy use and weigh the body of reliability and validity evidence against
each use, she said, which is consistent with the latest Standards for Educa-
tional and Psychological Testing (AERA/APA/NCME, 2014). For instance,
the body of evidence desired to demonstrate reliability and validity for
program self-assessment may be different than that for teacher professional
development, and both of these could differ for policy decision making and
accountability. Similarly, the developers and users of measures need to build
in continuous and local validation of measures selected for various uses and
allow for the refinement of measures over time and place, Gordon said.

She used two examples to talk about these issues in greater detail. The
first is the Early Childhood Environment Rating Scale (ECERS),? and the
second is the Classroom Assessment Scoring System (CLASS).* These are in-
tensive observational measures where independent observers spend at least
several hours in classrooms. Together, they are used in about 90 percent of
states (Child Trends, 2014).

As the high stakes use of quality rating and improvement systems came
into being, states aimed to assure that publicly funded programs were of
high quality and to incentivize advancement. In response to a question,
Gordon pointed out that at first it was hard to get child care centers to
participate voluntarily. Some states then moved to include all centers in the
program and started them out at the bottom level, after which they could
move up in the rankings. “The rating and improvement is meant to partly
be marketing” for the centers, she said, but “it is meant to also give infor-
mation to consumers about making choices.”

2 Race to the Top Early Learning Challenge requirements can be found at https:/www.
federalregister.gov/articles/2011/08/26/2011-21756/applications-for-new-awards-race-to-the-
top-early-learning-challenge (accessed March 25, 2015).

3 Additional information on ECERS can be found at http://ers.fpg.unc.edu/early-childhood-
environment-rating-scale-ecers-r (accessed March 25, 2015).

4 Additional information on CLASS can be found at http:/teachstone.com/the-class-system
(accessed March 25, 2015).
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Earlier interpretations concluded that a strong association existed be-
tween these quality measures and student readiness outcomes. However,
this evidence often focused on statistical significance and not the size of
associations, did not rigorously adjust for selection (confounds), and may
have reflected measures of quality levels typical several decades ago, prior
to contemporary licensing and programmatic standards, Gordon noted.
The emerging consensus is that the associations with readiness are not
always significant and are generally small—typically 0.1 or smaller in effect
size (Abner et al., 2013; Burchinal et al., 2011; Gordon et al., 2013; Keys
et al., 2013).

How these measures were designed may relate to their limitations for
high-stakes uses, Gordon explained. The ECERS-R emerged in the 1970s
from a checklist to help child care practitioners improve the quality of
their settings. It reflects developmentally appropriate practices, including
a predominance of child-initiated activities selected from a wide array of
options and a “whole child” approach that integrates physical, emotional,
social, and cognitive components. The ECERS-R has more than 400 indica-
tors across 43 items, grouped in a way that makes sense in the context of
practice. These features of the measure may be valid from a philosophical
perspective, Gordon said, but they do not necessarily focus on the kinds
of intentional teaching that increasing evidence indicates is best for school
readiness.

The CLASS was developed more recently based on research suggesting
that interactions between students and adults are the primary mechanism of
student development and learning (Pianta et al., 2008). Its predecessor was
part of a research study, and it was later aimed at professional development
and coaching before being adopted in high-stakes policy contexts. It has
a very different structure than ECERS-R, because it requires observers to
assimilate what they see in order to assign scores to just a few items in the
categories of emotional support, classroom organization, and instructional
support.

In a high-stakes context, a measure should provide very high agreement
if it is being used for specific cutoffs, Gordon noted. However, a recent pub-
lication from the CLASS developers reveals that inter-rater reliability is low
(Cash et al., 2012). The CLASS developers also recently found a bi-factor
structure (Hamre et al., 2014), with one general dimension (responsive
teaching) and two specific dimensions (proactive management and routines,
and cognitive facilitation). These differ from the subscales written into pol-
icy, and domains may align differently than originally thought with aspects
of quality specific to readiness for school. CLASS scores also tend to cluster
in just a few scale categories, and this limited variation may make it difficult
to reveal changes in quality over time and may attenuate associations be-
tween quality measures and cognitive outcomes. Because public investments
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expect high-quality preschool promoting academic school readiness, these
results could have the unintended consequence of discouraging investments
in early child care, Gordon said.

The bottom line is that information about reliability and validity needs
to be independently collected, Gordon concluded. For example, she briefly
mentioned a pilot study at the University of Illinois known as the Early
Investments Initiative that uses new technology to take a careful look at
variation in quality within and across the school day and across quality
definitions, measures, and standards. She also pointed out that technology
can be leveraged to gather evidence, both for greater understanding and for
feedback for teachers and parents. A major objective is to provide continu-
ous feedback and learn from teachers about the reliability and validity of
measures, Gordon said. “Quality is the right goal, but we want to be sure
we have the tools aligned with our current high-stakes policy use.”

THE JUVENILE JUSTICE REFORM AND
REINVESTMENT INITIATIVE

The Juvenile Justice Reform and Reinvestment Initiative (JJRRI) is
a comprehensive approach to reforming the juvenile justice system using a
research-based, data-driven, decision-making platform to inform system
improvements and service delivery. The ultimate goal of the initiative, said
Kristen Kracke, a social science specialist at the U.S. Department of Justice’s
Office of Juvenile Justice and Delinquency Prevention, is to improve both
outcomes and cost effectiveness.

Research in juvenile justice has demonstrated that early intervention is
less expensive and more effective than involvement with the juvenile justice
system. It also has shown that, for youth involved in the juvenile justice sys-
tem, interventions focusing on control (such as detention) are less effective
than therapeutic approaches for reducing recidivism, and that the deeper
youth go into the system, the more likely they are to reoffend (Lipsey, 2009;
Lipsey and Cullen, 2007; Loughran et al., 2009).

JJRRI,® which is an innovation pilot funded by the Office of Manage-
ment and Budget, involves three jurisdictions over a 3-year project period.
Its short-term goals are improved program delivery, better matching of
youth to services, system improvements, and reinvestment of cost savings
to the front end of youth services in the community rather than in con-
finement. Its long-term goals are decreased recidivism rates and improved
outcomes for youth, improved cost effectiveness of juvenile justice services,
and a reduction in public cost and reinvestment in community services.

5 For more information on JJRRI, see http://www.ojjdp.gov/grants/solicitations/FY2012/
JJRRIpdf (accessed March 25, 2015).
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A major objective of the initiative is to create an evidence-based operat-
ing platform, which would increase the match between the risk assessment
and supervision levels, and between needs assessments and program options
(see Figure 4-1). Implementation of the platform has involved the installa-
tion of a program rating instrument known as the Standardized Program
Evaluation Protocol (SPEP). Developed by Mark Lipsey at Vanderbilt Uni-
versity’s Peabody Research Institute based on a meta-analysis of more than
600 intervention studies, SPEP assesses how well current program practice
matches the profile of programs with research evidence for effectiveness.
Pilot programs are working with SPEP to derive an initial set of scores,
which guide the program improvement process, and a second set of scores
designed to reveal changes in program quality.

SPEP covers four key areas:

1. Program or service type

2. Quality of service delivery

3. Amount of service, including duration and intensity of contact
(face-to-face, group, etc.)

4. Risk level of youth served

It is a holistic process, Kracke emphasized, designed to align all parts of
the system, including risk and needs assessments, service selection, ongoing
case management, and reinvestment in front-end outcome-driven community-
based services. “It is a continuous improvement process for all of the partners
involved—the courts, the agencies, the providers, and the youth themselves.”

Match Match
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Needs Effective

) Risk assessment isi i
) supervision assessment program options

options

Reoffense rate, incarceration rate, mental health

outcomes, etc.
L4 Y

Unsatisfactory outcomes?
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FIGURE 4-1 Matching risks in an evidence-based operating platform for juvenile
justice (JJ). An evidence-based operating platform for JJ matches risk to supervision
and needs to effective programs.

SOURCE: Kracke, 2014.
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As an example of how the alignment process works, Kracke described
in greater detail a part of the system known as the dispositional matrix.
The dispositional matrix is a structured decision-making tool for courts on
dispositions for youth that matches risk levels and offense types to recom-
mend a supervision level. In Florida’s implementation of the matrix, for
example, low-risk offenders remain in the community with minimal super-
vision, moderate-risk offenders are placed in more structured community
programs with intensive probation for higher risk youth, and residential
placement is reserved for the highest risk offenders after community-based
alternatives have been exhausted. The underlying principle is to place youth
in an optimal placement while trying to meet the youth’s needs in the most
cost-effective way.

In Florida, when youth are placed in the least restrictive environment,
their 12-month recidivism is lower than for placements that are either
below or above the guidelines (see Figure 4-2) (Baglivio and Mark, 2014).
These are “really powerful data,” said Kracke. The information also makes
it possible to monitor the results of differential placement by jurisdictions
while not taking away judicial discretion. “If a jurisdiction or a district is
making discretionary decisions always above the guidelines or always below
the guidelines, this gives them the data to show them the direct impact of
that—and the state knows.”

“It is very exciting work,” Kracke concluded. “We think it is one of
the next best things in terms of helping us meet our mission, which is to
have the juvenile justice system be rare, fair, and beneficial.” Evidence-

53.5%

34.0%

18.9% 21.3%

Below Optimum Appropriate Above
Guidelines Placement Placement Guidelines

FIGURE 4-2 All youth 12-month recidivism by matrix adherence level. Optimum
placement in the least restrictive environment reduces recidivism.
SOURCE: Kracke, 2014, from Baglivio and Russell, 2014.
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based practice takes money and time to cultivate, she noted. But evidence
developed in one area also can have applications across the social sciences.

CAN CHILD MENTAL HEALTH CROSS THE QUALITY CHASM?

As with the educational system and juvenile justice system, the health
care system is in the process of building an infrastructure of structural
measures with associated process and outcome measures. In particular, the
Affordable Care Act (ACA) contains a large number of provisions focused
on quality measurement and accountability, observed Harold Pincus, pro-
fessor and vice-chair of the Department of Psychiatry and codirector of
the Irving Institute for Clinical and Translational Research at Columbia
University, and also director of quality and outcomes research at New
York-Presbyterian Hospital. To take just one example, within the area of
mental health care, the value-based inpatient psychiatry quality reporting
program is a pay-for-reporting, rather than a pay-for-performance system,
that is having an impact on the mental health care provided by hospitals,
Pincus said.

Part of the concern with quality in the health care system dates to the
Institute of Medicine (IOM) reports To Err Is Human (IOM, 1999) and
Crossing the Quality Chasm (IOM, 2001). The latter report established six
domains of quality health care:

1. Safe—Avoids injuries of care

2. Effective—Provides care based on scientific knowledge and avoids
services not likely to help

3. Patient-centered—Respects and responds to patient preferences,
needs, and values

4. Timely—Reduces waits and sometimes harmful delays for those
receiving and giving care

5. Efficient—Avoids waste, including waste of equipment, supplies,
ideas, and energy

6. Equitable—Care does not vary in quality due to personal charac-
teristics (gender, ethnicity, geographic location, or socioeconomic
status)

A subsequent IOM report, Improving the Quality of Health Care for
Mental and Substance-Use Conditions, looked specifically at the quality
chasm for mental health and substance abuse, including care for children
(IOM, 2005). The report identified a series of obstacles for mental health
and substance abuse conditions, including obstacles to patient-centered
care, poor linkages across the health care system, and an insufficient work-
force capacity for quality improvement.
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Pincus directed his attention to another obstacle—a weak measurement
and improvement infrastructure—and cited the following six conclusions
from the report:

1. Clinical assessment and treatment practices are not well standard-
ized and classified for use with administrative datasets. Data about
the kinds of care being provided, the kind of conditions being
treated, and outcomes are not readily available.

2. Outcomes measurement is not widely applied despite the availabil-
ity of reliable and valid instruments and the demonstrated value of
measurement-based care (Harding et al., 2011).

3. Not enough attention has been given to the development or imple-
mentation of performance measures for mental health and sub-
stance abuse care, especially for children.

4. Quality improvement measures have not yet permeated the day-to-
day operations of mental health services.

5. The workforce is not trained in quality measures and improvement.

6. DPolicies have not effectively incentivized quality and efficiency.

In addition, Pincus pointed out that with the profusion of new mea-
sures being developed, the number particular to the mental health of
children is small in proportion to the need. Efforts on behalf of chil-
dren therefore are needed to develop reliable, valid, and feasible quality
measures.

The ACA requires the establishment of a National Quality Strategy to
implement better measurement and improvement of quality, and the Centers
for Medicare & Medicaid Services (CMS) also has a number of quality
programs for hospitals, physicians, payers, and health care settings. Pincus
called attention to several key features of these quality measurement systems.

First, measures can improve performance by teaching people how to
improve. Furthermore, this can be done across domains of safety, effective-
ness, equity, efficiency, patient-centeredness, and timeliness.

Measurements also can be used for accountability. Such measurements
require a higher threshold, said Pincus, when they are used for such pur-
poses as public reporting and payment.

Measures can be used across the different silos of the health care sys-
tem, including mental health, and at multiple levels. For example, Pincus
outlined a “six P” conceptual framework at the level of patients, providers,
practices or delivery systems, health plans, public and private purchasers,
and populations and policies (see Figure 4-3). These levels can be analyzed
in terms of five types of measures:
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] Patient/ E_nhanf:e seIf-manggement/partlclpatlon
Link with community resources

Consumer « Evaluate preferences and change behaviors
i < Improve knowledge/skills
B Providers « Provide decision support
« Link to specialty expertise and change behaviors
Practice/ « Establish chronic care model and reorganize practice

Link with improved information systems

Delivery Systems Adapt to varying organizational contexts

Enhance monitoring capacity for quality/outliers

B Plans «+ Develop provider/system incentives
« Link with improved information systems
Purchasers « Educate regarding importance/impact of BH

Develop plan incentives/monitoring capacity

(Public/Private) Use quality/value measures in purchasing decisions

Engage community stakeholders; adapt models to local needs
Develop community capacities
Increase demand for quality care; enhance policy advocacy

Populations
and Policies

FIGURE 4-3 The “six P” conceptual framework.
NOTE: BH = behavioral health.
SOURCE: Pincus, 2014.

1. Structure—Are adequate personnel, training, facilities, security,
quality improvement infrastructure, information technology re-
sources, and policies available for providing care?

2. Process—Are evidence-based processes of care accessible? Are they
delivered with fidelity?

3. Outcome—Does care improve clinical outcomes?

4. Patient experience—What do users and other stakeholders think
about the system’s structure, the care they have received, and their
outcomes?

5. Resource use—What resources are expended for the structure,
processes of care, and outcomes?

Developing indicators in turn involves a series of steps:

Establishing an evidence base

Translating evidence to guidelines

Translating guidelines to measure concepts

Operationalizing concepts to measure specifications (which includes
determining a numerator and denominator)

Testing for reliability, validity, feasibility

Aligning measures across multiple programs

e Stewardship, including updating measures over time
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The data for quality measures can come from multiple sources, includ-
ing administrative data, chart reviews, electronic health records, registries,
and patient surveys. In addition, benchmarks need to be set, said Pincus.
“What rate is right? If you are looking at adherence to certain types of
medications, should everybody be 100 percent adherent to all their medica-
tions? Or are there some elements of patient preference, adverse effects and
other kinds of issues that need to be taken into account?”

Multiple players are involved in the measurement process, including
evidence developers (such as researchers, the National Institutes of Health
[NIH], and Patient-Centered Outcomes Research Institute [PCORI]), guide-
line developers (such as professional associations), measure developers
and stewards (such as the National Committee for Quality Assurance
[NCQA] and CMS), measure endorsers (such as the National Quality
Forum [NQF]), measure selectors and advisers (such as NQF, Measures
Applications Partnership [MAP], and CMS), and measure users, including
CMS, health plans, organizations, the media, and the public. Pincus focused
on the endorsement criteria of the NQF, which include the following sets
of standardized criteria®:

¢ Importance of measure—Extent to which the specific measure focus
is evidence-based, important to making significant gains in health
care quality, and improving health outcomes for a specific high-
priority (high-impact) aspect of health care where there is variation
in or overall less-than-optimal performance

e Scientific acceptability—Extent to which the measure, as specified,
produces consistent (reliable) and credible (valid) results about the
quality of care when implemented

e  Usability—Extent to which potential audiences are using or could
use performance results for both accountability and performance
improvement to achieve the goal of high-quality, efficient health
care for individuals or populations

¢ Feasibility—Extent to which the required data are readily available
or could be captured without undue burden and can be imple-
mented for performance evaluation

Finally, Pincus noted that indicators can be used to improve quality at
the clinical level, the organizational level, and the policy level. Measurement
needs to be built into the processes of care, he said, because successful inter-
ventions require that people be followed over time and that outcomes be

¢ Additional information about the NQF criteria for evaluation of measures can be found
at http://www.qualityforum.org/docs/measure_evaluation_criteria.aspx (accessed March 235,
2015).
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measured. For example, an accreditation process could incorporate within
it an expectation of longitudinal measurement, which gets reported as a
measure of outcomes. But a key question remains—accountability. “You
have a lot of players,” Pincus noted, and then asked “How do you hold
them accountable? What sort of shared accountability is necessary and how
can it be operationalized?” Some innovations supported by the ACA, such
as accountable care organizations, can specify accountability, but these
provisions may not be operationalized in a way that has an impact on care
for children.

QUALITY MEASURES AND IMPROVEMENT IN HEALTH CARE

As part of its accreditation process for health plans, NCQA looks at
performance-based measures of health care quality. For example, a measure
it has been using in recent years is the percentage of children who receive
appropriate follow-up care when they are prescribed medications for at-
tention deficit hyperactivity disorder (ADHD). “It is not very impressive
performance,” said Sarah Scholle, vice president of research and analysis
for NCQA, noting that only about 45 percent of children get appropriate
follow-ups. Similarly, the number of people who receive a follow-up within
30 days of being hospitalized for a mental illness is worryingly low—only
about 55 percent to 75 percent for different kinds of health plans, despite
the seriousness of mental health hospitalization.

Having a quality measure does not necessarily focus attention on im-
provement in the area, Scholle pointed out. “Just because you have a
quality measure, it doesn’t mean that it is going to galvanize the kind of
attention, even when there is some accountability attached to it.”

In a recent review of behavioral health quality measures, NCQA found
496 such measures, though many are variations on a much smaller number
of themes. But only 12 percent of these measures are nationally endorsed,
and only 10 percent focus on children and adolescents. Most of the mea-
sures used data that can be captured from claims data, because it is much
easier to capture that information than it is to derive data from medical
records.

A good quality measure needs to be reliable and valid for the particular
use of that measure, said Scholle, and it needs a good evidence base. The
evidence is the foundation for a measure’s development, along with a review
of the environment, guidelines, and important concepts surrounding that
measure. Draft measure specifications need to be tested with feedback from
the people who are going to be measured and the people who are going to
use the measure.
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As an example of this process, Scholle described the work that has been
done to improve a measure for adolescent depression.” First, the measure
developers articulated a vision of what high-quality care for adolescent
depression would look like. A screening process would lead to a good
assessment to determine a diagnosis. Depending on the severity of illness,
a patient might undergo brief supportive counseling or different kinds of
treatment. Ideally, symptoms and functionality would be followed and
assessed over time as they either respond to treatment or go into remission.

Using an existing measure in adults that is based on a patient health
questionnaire, the group developed measures for monitoring, remission,
and treatment adjustment for patients aged 12 to 17. Preliminary data indi-
cate that a major challenge with the measure was the low rates of symptom
monitoring for depressed adolescents, with 83 percent of a sample of 684
adolescents not being followed up 4 to 8 months after a diagnosis of major
depression. Among those who were followed up, 5 percent of the total
sample were in remission 4 to 8 months later, 4 percent had responded
without remission, and 8 percent did not respond. Among those who were
not followed up, many may have gotten better, but “you have to go out and
find those kids and make sure they are okay,” said Scholle.

The logic model for quality measurement starts with structure, said
Scholle, including training and ongoing supervision in evidence-based ther-
apy, an infrastructure for collection of patient-reported data, and systems
for sharing information across care teams (Lewandowski et al., 2013). It
then progresses through various processes, including access to and use of
behavioral health services, receipt of evidence-based therapy, and moni-
toring of symptoms and functioning using standardized tools. Outcomes
include fewer harmful events, diminished symptoms, improved functioning,
and school attendance.

According to this logic model, important issues for evidence-based
therapies are which therapies to use, which populations to target, criteria
for determining whether the evidence-based treatment is carried out, the
data sources for capturing treatment, and access to confidential records.

This work on depression is following a model being used by other fed-
eral agencies to develop outcome measures for adults, both in the general
medical sector and in behavioral health, Scholle stated. Key questions are
whether tools are available, which tools to use or develop, methods for
data collection, the expectations for improvement over time, and account-
ability. “For every measure, we would have to think about ‘what do you
expect?’” said Scholle. “Who is accountable? Is it the individual clinician?

7 This project was supported by grant number U18HS020503 (PI: Scholle) from the Agency
for Healthcare Research and Quality (AHRQ) and the Centers for Medicare & Medicaid
Services (CMS).
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Is it the practice? Is it the delivery system? Is it the health plan?” Often,
the responsibility belongs to the system as a whole, not just to the clinician
or the patient, Scholle said. For example, a clinician may provide the care
while a care coordinator makes sure that a patient returns for a scheduled
appointment.

Scholle also pointed out, in response to a comment about the difficulties
posed by electronic health record systems for clinicians, that much work
needs to be done to make such systems more usable, both for clinicians and
the care team in clinical care as well as for quality measurement. In part, a
major challenge is rethinking who should be doing what within that system.
For example, some pieces of the documentation can be done by other mem-
bers of the care team. In addition, the model of the electronic health record
is now based on paper records rather than thinking about the system as an
electronic interface that includes clinical decision support and an interface
to families and patients.

The ACA is changing the incentives for primary care providers and
health care institutions. It is helping to create joint accountability through
models like shared savings programs, health homes, patient-centered medi-
cal homes, and incentives for states and health plans, so improving mental
health and substance use outcomes becomes a community responsibility.
However, existing quality measures for mental health and substance use
show only limited improvement, and measures assessing psychosocial inter-
ventions are lacking. Efforts to develop outcome measures for children
and adolescents are under way but face challenges. New efforts to develop
quality measures should focus on demonstrating how measures can inform
clinical care and provide opportunities to monitor meaningful aspects of
quality, Scholle concluded.
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Toward Efficient and Sustainable
Delivery of Interventions

the development of measures to monitor implementation, includ-

ing selection and adoption of evidence-based programs, training
and technical assistance, fidelity monitoring, and other factors. Measure-
ment of implementation factors can provide information related to the
decision-making process for evidence-based prevention, quality of pro-
gram or service delivery, sustainability of implementation, and influence of
implementation factors on intervention outcomes. In the final panel of the
workshop, four presenters talked about lessons learned from implementa-
tion monitoring and recommendations for moving the field forward given
the need for sustained program quality to improve outcomes.

D elivery of evidence-based prevention on a large scale has required

MEASURING IMPLEMENTATION OF EVIDENCE-BASED
PREVENTION: LESSONS FROM COMMUNITIES THAT CARE

The National Research Council (NRC) and Institute of Medicine
(IOM) report Preventing Mental, Emotional, and Behavioral Disorders
Among Young People (2009) summarized the burgeoning knowledge base
for prevention science. It noted that 40 years of prevention science research
advances have produced a strong understanding of the epidemiology and
etiology of problem behaviors, a wealth of efficacy trials that have tested
preventive interventions, and research findings on how to build an effec-
tive infrastructure to use prevention science to achieve community impact.

“If only it would be so easy,” said Richard Catalano, the Bartley Dobb
Professor for the Study and Prevention of Violence and co-founder of the
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Social Development Research Group in the School of Social Work at the
University of Washington. Despite the research advances that have occurred,
prevention approaches that do not work or have not been evaluated are
much more widely used than are evidence-based programs (Ringwalt et al.,
2009). “The challenge for the 21st century is how can we build a prevention
infrastructure to increase the use of tested and effective prevention policies
and programs with fidelity and impact at scale,” Catalano said.

A major difficulty in overcoming this challenge is that communities
are different from one another, and communities need to decide locally
what policies and programs they use. Overcoming this difficulty requires
building the capacity of local coalitions to reduce common risk factors for
multiple negative outcomes, according to Catalano, which in turn requires
several actions:

e Assessing and prioritizing epidemiological levels of risk, protection,
and problems
Choosing proven programs that match local priorities
Implementing chosen programs with fidelity to those targeted

Catalano used the Communities That Care (CTC) program as an exam-
ple of this approach. CTC is a proven method to build community commit-
ment and capacity to prevent underage drinking, tobacco use, and delinquent
behavior, including violence. Developed in 1988, the program underwent
15 years of implementation and improvement through community input
prior to being tested in a randomized controlled trial involving 12 pairs of
matched communities across 7 states from Maine to Washington. The posi-
tive effects of the program have been independently replicated in a statewide
test in Pennsylvania.

CTC has succeeded by building a prevention infrastructure, said
Catalano. It first creates citizen coalitions of diverse stakeholders, includ-
ing key leaders, elected officials, judges, faith leaders, parents, edu-
cators, and business leaders. These groups assess and prioritize risk,
protection, and behavior problems with a student survey. They address
locally prioritized risk with tested and effective prevention programs
that are matched to those priorities. Then they support and sustain high-
fidelity implementation of these chosen programs.

The trial of CTC provided funding for the selected programs, training
in the selected programs, and fidelity and reach monitoring of the selected
programs, along with funding for a community coordinator and training.
It also provided weekly phone technical assistance and two site visits per
year. Assessment surveys are done every 2 years.

The timeline for implementation encompasses the process, evaluation,
and measurable outcomes (see Figure 5-1). Milestones and benchmarks
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Proce Evaluation
* Assess readiness, Implement Increase in Increase in
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protection, and effective ) o community
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FIGURE 5-1 The Communities That Care timeline. The timeline calls for measur-

able outcomes 2 to 5 years after the process begins.
SOURCE: Catalano, 2014.

assess the key components of CTC’s strategy, including goals, steps, actions,
and conditions needed for CTC implementation to build prevention in-
frastructure. The milestones and benchmarks are listed in CTC training
manuals and discussed in training workshops, incorporated into the com-
munity coordinator’s job performance objectives, and reviewed by technical
assistance providers and coordinators during weekly phone calls.

As an example of phase 1, readiness for CTC, Catalano cited the mile-
stone of “the community is ready to begin CTC,” with the more specific
benchmark “A key leader ‘champion’ has been identified to guide the CTC
process.” For phase 5, implementing the Community Action Plan, a mile-
stone is “implementers of evidence-based programs, policies, or practices
have the necessary skills, expertise, and resources to implement with fidel-
ity,” with the benchmark “implementers have received needed training and
technical assistance.”

The CTC implementation has been maintained with fidelity over time,
Catalano noted. The percentage of milestones completed across communi-
ties and raters ranged between 83 percent and 91 percent in the fifth year
(Fagan et al., 2009).

A second measurement instrument is the CTC youth survey, which
assesses young people’s experiences and perspectives in the sixth, eighth,
tenth, and twelfth grades. It identifies levels of risk and protective factors
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for substance use, crime, violence, and depression at the state, district, city,
school, or neighborhood levels and provides a foundation for the selection
of tested and effective actions.

The selection of programs based on the survey results presents a chal-
lenge to measurement strategies, noted Catalano, because it generates the
need to evaluate fidelity across a range of programs while continuing to
encourage local ownership, high fidelity, and the sustainability of preven-
tion programs. All CTC sites are expected to achieve a high level of fidelity,
including

Adherence—Implementing the core content and components
Delivery of sessions—Implementing the specified number, length,
and frequency of sessions

®  Quality of delivery—Ensuring that implementers are prepared,
enthusiastic, and skilled

e DParticipant responsiveness—Ensuring that participants are engaged
and retaining material

To measure fidelity, assessment checklists were obtained from develop-
ers or created by research staff. The checklists were completed by program
staff, coalition members, and reviewed locally as well as analyzed at the
University of Washington. These checklists showed high levels of implemen-
tation adherence and participant responsiveness, said Catalano.

Catalano concluded with the following recommended actions:

e Build capacity and provide tools (such as the CTC milestones and
benchmarks) to achieve effective prevention infrastructure.

e Build capacity and provide tools to assess and prioritize local risk,
protection and youth outcomes, match priorities to evidence-based
programs, and repeat assessment periodically.

e Build capacity and provide tools to ensure program fidelity and
engagement of target population.

e Create citizen—advocate—scientists to affect risk, protection, sub-
stance use, delinquency, and violence community wide.

CTC has been able to get communities to choose the right programs,
implement them with fidelity, and achieve positive outcomes, Catalano said.
Furthermore, creating citizen-scientists has built advocacy for evidence-
based prevention at the local level. These citizens are in the best position
to support evidence-based practices in their communities, the best choices
for children and families, and taking evidence-based prevention to scale.

In response to a question, Catalano pointed to the interplay that can
occur between states and local communities, with each interested in what is
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happening at the other level. For example, communities can be the impetus
to get a state involved, or a two-way feedback loop can result in modifica-
tions to programs at both levels.

THE STAGES OF IMPLEMENTATION COMPLETION

A growing body of measures target key aspects of implementation, in-
cluding organizational culture and climate, organizational readiness, leader-
ship, attitudes toward evidence-based practices, and the use of research
evidence. However, there remains a gap in the measure of the implementa-
tion process itself, said Lisa Saldana, senior research scientist at Oregon
Social Learning Center. This gap encompasses measures of the implementa-
tion process, including the rate of implementation, implementation activities,
and patterns of implementation behavior, along with measures of implemen-
tation outcomes, including milestones and penetration.

Implementation of evidence-based practices entails extensive planning,
training, and quality assurance, Saldana noted. It also requires a complex
set of interactions among developers, system leaders, frontline staff, and
consumers, who ultimately have to buy in to whether the interventions meet
their needs. This is a recursive process of well-defined stages or steps that
are not necessarily linear, said Saldana.

Little is known about which methods and interactions are most impor-
tant for successful implementation. In addition, little is known about how
and if the process influences successful outcomes. “Just because this is the
way we have been doing it does not necessarily imply that that is what is
necessary,” said Saldana.

The Stages of Implementation Completion (SIC) was developed as part
of an implementation trial focused on the scale-up of the Multidimensional
Treatment Foster Care (MTFC) intervention (Chamberlain et al., 2011).
Fifty-three sites in California and Ohio involved in youth foster care were
observed over the entire implementation process. Some sites dropped off
along the way, providing an opportunity to observe the factors that in-
fluenced how far they got in the implementation process. A tool was de-
veloped to measure the rate and thoroughness of implementation. Eight
stages of implementation were measured, from engagement to competency.
The tool was not only data driven but date driven, said Saldana, in that
activities were tracked along with the dates on which they occurred. The
SIC involves assessment of implementation behavior of different levels of
agents. The eight stages of implementation were broken down into the three
phases of pre-implementation, implementation, and sustainment, involved
different levels of agents (see Figure 5-2).

The SIC yields three overall scores. The first is duration, or the amount
of time that it takes to complete a stage. The second is proportion, or the
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8 Stages: Involvement:
1. Engagement System leader
Pre] 2. Consideration of feasibility System leader, agency
3. Readiness planning System leader, agency
4. Staff hired and trained Agency, practitioner
5. Adherence mointoring established Practitioner, client
Imp 6. Services and consultation Practitioner, client
7. Ongoing services Practitioner, client
consultation, fidelity, feedback
Susl 8. Competency (certification) System leader, agency,
practitioner, client

FIGURE 5-2 The eight Stages of Implementation Completion. The stages are
divided into pre-implementation, implementation, and sustainment phases.
SOURCE: Saldana et al., 2011.

number of recommended activities that are completed. The third is the stage
score, which is how far along within the implementation process an agency
or organization has progressed.

The recursive nature of implementation makes it impossible to look at
each stage across the entire SIC, said Saldana. Agencies might be in more
than one stage at a time, or they might also be going backward because of
feedback from stakeholders. Rasch-based modeling helps account for these
difficulties, said Saldana. This modeling has demonstrated reliability across
all eight stages. It also has demonstrated face validity while identifying
three clusters of sites based on their pre-implementation behavior: those
that complete activities relatively quickly, those that are relatively slow, and
noncompleters. Finally, it has demonstrated predictive validity in that sites
that both took longer to complete each stage and completed fewer activities
had a significantly lower hazard of successful program start-up during the
study period (Saldana et al., 2011). “You have to hit a little bit of a sweet
spot,” said Saldana. “You don’t want to go too fast. You also don’t want
to go too slow. You don’t necessarily need to complete all of the activities,
but there are some critical key activities that, if you skip, your chances of
success are going to be decreased.”

These initial results have been successfully replicated in other sites. In a
sample of 75 recent MTFC interventions, sites were successfully clustered,
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failed sites spent significantly longer in pre-implementation than successful
sites, and sites that took longer to complete stages one through three had a
significantly lower hazard of successful program start-up (Saldana, 2014).

In response to a question, Saldana noted that the pre-implementation
process is also key, in that it predicts competencies that are needed for the
sustainment phase. And during the sustainment phase, all levels of agents
need to be involved for sustainability within a community, with ongoing
dialogue and feedback between programs and policy makers.

Saldana and her colleagues are now trying to adapt the SIC to other pro-
grams and service sectors. Will similar utility be found, she asked. Is there a
universality in implementation? One finding from a much broader study of
interventions in schools, child welfare, juvenile justice, and substance abuse is
that there are more similarities than differences in the types of activities they
are including in their implementation strategies (Saldana et al., 2014). As a
result, a universal SIC was being developed at the time of the workshop, and
“preliminary studies of the universal SIC psychometrics are very promising,”
according to Saldana. This could lead to a standardized method of measur-
ing implementation processes and milestones across different practices and
service sectors, which could make it possible to detect sites that are at risk for
implementation failure and evaluate alternative implementation strategies.

SIC can reliably distinguish poor versus good performers, Saldana con-
cluded. It can reliably distinguish between different implementation strate-
gies and provides meaningful prediction of implementation milestones.
Results from the SIC also can provide data-driven evidence that can be
used to engage in conversations with high-level systems leaders, who also
have a powerful influence on implementation. For example, Saldana and
her colleagues have been developing an interactive website that can provide
high-level systems leaders with information on the value of key elements in
the implementation process.

IMPLEMENTING PROGRAMS WITH FIDELITY

When programs that were developed in academia under well-controlled
conditions are transferred into the community, they are not necessarily im-
plemented the same way they were while being developed. Marion Forgatch,
senior scientist emerita at the Oregon Social Learning Center and execu-
tive director of Implementation Sciences International Inc., illustrated this
process by discussing implementations of the Parent Management Training
Oregon (PMTO) model, which provides interventions to parents to help
protect children and enhance their development (Forgatch and Patterson,
2010). Randomized controlled trials in a variety of sample populations have
linked parenting practices not only with positive outcomes for children but
with improved outcomes for the parents.
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The program has been implemented in a number of locations through
a process known as full transfer. Control of the program is placed into the
hands of the community. As part of a broader infrastructure, a governing
authority is tasked with sustaining model fidelity and effective treatment
outcomes. This process starts with a visionary leader or group commit-
ted to affecting lasting change, said Forgatch. This person or group needs
strong social and political capital and the resources to support the neces-
sary structure. A leader also needs longevity; “They are not here today and
gone tomorrow,” said Forgatch. “It starts at the top, but it is sustained at
the bottom by the families and the practitioners who are satisfied with the
methods and the outcomes.”

The full transfer approach has tremendous capacity to improve reach,
because each new generation of practitioners who are trained can in turn
train other practitioners. For example, from a first generation of 29 prac-
titioners trained in Norway, more than 1,000 have now been trained in an
intervention provided to families in clinics. “We spend a lot of time training
the first generation,” said Forgatch. “These are the people who carry the
program forward, so they have to know the model, and they have to know
the procedures really well.” The program has been implemented throughout
the United States, in Europe, and in locations in Africa and Latin America.

The implementation process is evaluated through an instrument called
the fidelity of implementation (FIMP). This measure is based on direct
observation of therapy sessions, with ratings by observers of practitioner
adherence to the model and competence. Ratings are in five categories:

1. Knowledge—Proficiency in understanding and applying core
components

Structure—Session management, pacing/timing, responsiveness
Teaching—Promotes mastery, use of role play, problem solving
Process—Clinical and strategic skills, supportive context for learning
Overall—Growth, satisfaction, likely return, adjust context, difficulty

SRwn

Sessions are scored to evaluate training and certification, drift across
and within generations of practitioners, and to assess mechanisms of change.
The only people able to score FIMP are certified therapists to ensure that
competent adherence to the model is being properly assessed.

Technology is a central feature of the evaluation. A database and
web portal known as FIMP Central provide videotapes of sessions where
coders can access the video and make their ratings, with the ratings being
retained on the portal so supervisors of the coding teams can assess reli-
ability. Online and in-person meetings further enhance the reliability of
assessments.
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FIMP has several uses, including

Teaching tool for training and coaching

Evaluation of training and certification

Evaluation of drift across generations

Evaluation of drift within a generation

Assessment of mechanisms, such as whether fidelity predicts im-
proved parenting and whether fidelity predicts improved parent
outcomes

In the last category, for instance, Forgatch cited a recent study showing
that fidelity assessed during treatment predicts change in observed parent-
ing before and after treatment and change in child outcomes (Forgatch and
Domenech Rodriguez, in press). “We are very pleased with those findings.
It said, ‘Yes, our fidelity measure is indeed predicting the mechanism of
change in our model.””

FIMP also has been used to study the fidelity of implementation over
successive generations of training. These results showed that fidelity does
drop in the second generation of training, but it then recovers as successive
generations of trainers improve their training skills (see Figure 5-3).

MEASURING IMPLEMENTATION FIDELITY
USING COMPUTATIONAL METHODS

In the past, measuring the fidelity of implementation has generally in-
volved direct observation or the observation of recordings, which requires
highly trained individuals and can be time consuming and costly. But
the fidelity of implementation also can be measured using computational
methods, said Carlos Gallo, a research assistant professor in the Depart-
ment of Psychiatry and Behavioral Sciences at Northwestern University. He
provided two examples as proofs of concept: one from a program known
as Familias Unidas, and the other from audio recordings of an intervention
known as the Good Behavior Game.

Familias Unidas is an evidence-based parent training intervention for
Hispanic youth. It is delivered in family visits at home by a school coun-
selor, generally in a bilingual context, where an adolescent or young adult
is speaking English, a parent is speaking Spanish, and a school counselor
is switching between the two. The goal of the computational analysis is to
recognize the type of questions or statements the facilitator is making to
the parents to engage them and communicate acceptance, trust, and respect.
The evaluation focuses on an aspect of fidelity known as joining. Linguistic
structures linked to joining include statements (such as “You like school.”),
yes/no questions (such as “Do you like school?”), and open-ended questions
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= Norway

65 = Iceland

 Denmark

certification

G1 G2 G3 G4 G5 G6

FIGURE 5-3 Implementation fidelity over generations of trainers. Though imple-
mentation fidelity declined in the second generation of trainers, it did not drop
below the certification level, and fidelity recovered in subsequent generations.
NOTE: X-axis shows trainer generation number, Y-axis depicts implementation
fidelity level.

SOURCE: Forgatch, 2014.

(such as “Why do you like school?”). The more open-ended the question,
the better the degree of joining.

Gallo and his colleagues wrote a program that scans for these linguistic
patterns and then rates each sentence (Gallo et al., 2014). The program can
identify different kinds of statements with a high degree of reliability com-
pared with a human rater. But the cost of a human rater is approximately
$800 per session, which, said Gallo, “becomes prohibitively expensive as
local agencies want to pick up on these interventions and carry on the same
work carefully.”

The second example he described is based on nonlinguistic cues. The
Good Behavior Game is a universal classroom behavior management strat-
egy for first grade teachers that has been shown to influence adolescent and
young adult drug abuse, sexual risk behavior, delinquency, and suicidal
behavior (Kellam et al., 2008). It calls for the intervention to be delivered
by the teacher in a neutral tone, not an angry, frustrated, or sad tone. “You
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can imagine how challenging this can be when you are giving instructions
to 40 kids that are running around in a classroom. You need to keep sane
and speak neutrally.” Furthermore, speaking neutrally is a key competence
in this intervention, though coaches for the intervention find that doing so
is challenging.

In a laboratory test, Gallo and his colleagues have taken audio clips
spoken by an angry person or a person speaking neutrally and have enabled
a computer to learn about features of the frequency domain for these
samples. By analyzing patterns in voice frequency, the computer can deter-
mine whether something is said in an angry or neutral way. The program
is 98 percent accurate in distinguishing a neutral from an angry tone, and
87 percent successful in distinguishing a neutral from an emotional tone.
“This is something that we can do in a split second throughout an hour
session,” Gallo noted. Teachers then can be asked in the same session when
and why an emotion started and how it progressed, rather than trying to
remember days after a session was recorded.

Computational linguistics has several other advantages over human
raters, Gallo noted. It can scan 100 percent of a session, not just a sample
of that session, and it can do so on a much more detailed level. Eventually,
such programs could be adapted for tablets or phones, where they could
display summary statistics of what happened in a session. They can flag
particular moments in a session for review and analysis. Facilitators can
receive global assessments of their delivery of an intervention and compare
themselves with peers. Such programs also could point to places where
teachers or other facilitators are adapting an intervention for a particular
circumstance, which could provide valuable lessons. “These facilitators
know their community a lot better. They know what are the needs of the
target audience.”

These techniques are developing very rapidly, Gallo noted, driven partly
by the very wide range of applications for computational linguistics. For
example, the programs they have developed could be applied to many other
interventions because the linguistic processes they have analyzed occur in
many contexts. Furthermore, as several workshop participants observed
in the discussion session, resistance to such applications is diminishing as
people become more accustomed to being recorded.
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Breakout Group Discussions

out groups that examined strategies to improve measurement

and the integration of data at the (1) individual, (2) community,
and (3) state and system levels. This final chapter of the workshop summary
describes the major points discussed by those three groups. It also includes
observations made by workshop participants in general discussions of the
major issues raised at the workshop.

O ne session of the workshop was devoted to a set of three break-

MEASUREMENT AT THE INDIVIDUAL LEVEL

As children age and develop, measurement issues at the individual
level change. In addition, children are situated within families and broader
social systems that both influence and respond to their development. These
complexities create challenges in measuring the strengths and the needs of
children as well as services, processes, and resulting outcomes.

The breakout group began by discussing several gaps in measurement.
Several important features of families are not currently well measured, such
as family structure, family functioning, parental mental health, and child
and family strengths. Some children may be more biologically susceptible
to adversity, but individual-level markers are not currently measured or in-
corporated into decision making or datasets. Better integration of preschool
and school data into measurements from other sectors could yield indicators
of how a child is doing socially, academically, cognitively, and emotionally.

In the measurement of services and processes, a team approach could
fill existing gaps, especially with colocation and coordination of care. With

63
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regard to outcomes, brief and straightforward outcome measures could
reflect key principles. For example, is a child on a trajectory to graduate
from high school? Other issues involving measurement gaps include the in-
formation that can feasibly be derived from primary care and other service
systems, the ability of data and measures to cross-talk among systems, the
gradual transition from the parent or caregiver to the child or adolescent
as the source of information, and whether data are readily available or are
difficult to access.

The breakout group also discussed obstacles to data integration. Regu-
lations deriving from the Health Insurance Portability and Accountability
Act (HIPAA) and the Family Educational Rights and Privacy Act (FERPA)
can reduce integration and cross-talk, despite opportunities to use data
covered by these regulations productively. Integration is also an issue be-
tween research studies and the implementation of interventions in practice.
Differing languages and measures point to a need for more systematic and
standardized measures in research, policy, and practice, including measures
of implementation fidelity.

Developmental changes also can be a factor in data integration. For
example, young people who are aging out of care systems can lose services;
they also can gain legal rights and greater control over data. Such transi-
tions complicate the challenge of using data productively. Similarly, differ-
ing cultures and languages across professions can have a strong influence
on the ability to share data and set measurement priorities. For instance,
in the context of adult health care, behavioral health may refer to chronic
disease self-management, self-efficacy, management of substance abuse, or
other personal attributes.

Recent data breaches have increased concerns about the loss of control
over data and how data might be used. For example, if a parent mentions
in one context that he or she has mental health issues, will that information
be disseminated in ways that cannot be controlled and could have harmful
consequences? In general, ethical issues in measurement and data use re-
quire greater emphasis and study, members of the breakout group observed.

Data sharing requires infrastructure, time, energy, and a willingness to
overcome a natural reluctance to share potentially sensitive information,
but no system now exists to finance such sharing. Basic questions such as
who will be entering data into a system, who cleans up the data, and who
makes the data accessible remain unanswered. Families may be able to enter
some data into a system, but who will work with families to determine what
they want, need, and trust?

Determining data collection approaches, terms, and measures will re-
quire having different systems talking with each other to develop shared
understandings. Workforce development and training also will be required
to understand cross-sector approaches and overcome cultural differences,
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breakout some group participants observed. The U.S. Department of Health
and Human Services could advance this agenda by prioritizing measure-
ment and assessment, by creating an office focused on child health, and by
organizing a White House conference on children and youth to reinvigorate
public support for improving youth services.

Measures could be bundled to provide greater insights into system
issues. For example, the Affordable Care Act (ACA) includes provisions that
could advance needed steps, though the ACA has few provisions directed
specifically toward children in this area.

Families need to feel that they own and trust measurement processes if
they are to participate fully. Could service providers work with families so
they are involved in entering and using data? This would allow the building
of a culture in which measurement tools contribute to learning and to the
building of relationships between service providers and family members.
Data collection could also be structured in such a way as to counter the
fragmentation of health care if data were made available not just to single
providers but to teams of service providers in ways that maintain the trust
of individuals.

Individuals and families often do not have ready access to the services
they need. For example, would it be possible for them to get better access to
providers, and especially specialists, during the hours and days of the week
that are convenient to working families? Measures could be developed to
study and improve this issue.

Finally, the breakout group on measurement issues at the individual
level discussed the need for public use measures. Assessment tools that are
copyrighted or otherwise restricted can limit measurement capabilities.
With greater availability and numbers of tools, the most appropriate assess-
ment for a particular need could be identified and used. Similarly, com-
mon measures that are usable across research, policy, and practice could
increase the scope, influence, and power of those measures. One approach,
for example, could be to extend the lexicon developed by the Agency for
Healthcare Research and Quality (AHRQ) around behavioral and mental
health and use it across domains and sectors.

MEASUREMENT AT THE COMMUNITY LEVEL

The breakout group on issues at the community level talked about the
definition of the term comumunity. Most often, communities are defined
geographically, but they could also be defined socially, economically, cultur-
ally, technologically, or along many other dimensions, and different forms
of community call for different measurement tools.

A major issue discussed by the breakout group was that a great deal
of data are already being collected. These data originate in a large number
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of programs, jurisdictions, systems, and levels of government. They include
economic data, public health data, education data, health data, census data,
and data from the foster care, juvenile justice, and other social service sys-
tems. Data also can come from unconventional sources; for example, the
website Zillow provides a wealth of community-level data.

However, this great wealth of data is highly fragmented, which results
in an inability to form a holistic view of children’s health and well-being.
Data collected at the federal, state, and local levels are not well connected,
and public- and private-sector data are isolated from each other. Greater
integration, dissemination, and use of these disparate data sources could
help achieve many of the objectives sought by workshop participants while
reducing duplicated effort.

Some members of the breakout group noted that funding could be
directed explicitly toward the analysis and use of data and not just the col-
lection of data could capitalize on the data that exist. Greater emphasis on
the use of data in funding streams could incentivize such a change; another
possibility would be to make future funding dependent at least in part on
the use of the data generated by current funding. One interesting proposal
discussed by the breakout group was to integrate all of the existing forms of
data for a single community and determine both the potential and remain-
ing gaps in such a dataset.

Greater integration of data will require attention to privacy issues,
some members of the breakout group noted. Privacy issues may evolve as
people begin to create their own personal data vaults and as a result of
new policies. Greater public understanding of data issues also could change
public attitudes toward privacy.

Considerable work is being done on the development of new and better
assessment tools at the community level. However, some forms of data,
such as positive indicators of children’s health and well-being or various
forms of contextual and environmental data, are still notably lacking. As
with existing measurement tools, the data from new measures could be
used more efficiently and effectively to solve existing problems and identify
strengths.

The community has a vested interest in the health and well-being of its
children, even more so than do state or federal governments. This interest
in children could be the foundation for greater trust and collaboration in
building community-oriented data systems.

MEASUREMENT AT THE STATE AND SYSTEMS LEVEL

Integration of data is a particularly pressing concern at the state level,
noted many participants in the third breakout group. State-level depart-
ments that deal with issues affecting children’s health and well-being
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may not want to share information with each other, recognizing only the
potential downsides rather than the benefits of such sharing. However,
some states have forged quite successful data-sharing systems.

An interesting project would be to survey state systems to determine
how they are sharing data, how they are disseminating data, and whether
they have developed systems that could be disseminated more widely across
the states. A variety of issues could be examined in such a project, from
general ethical concerns to practical issues such as developing an adequate
data-sharing infrastructure or building relationships between researchers
and state agencies to collect and use data.

States currently collect and have access to a wide variety of data, but
gaps remain. Examples mentioned by breakout group members include
predictor variables, like risk and protective factors; the specific services indi-
vidual children are receiving; longitudinal information on children; and the
early identification of problems. Children need safe, stable, and nurturing
relationships, one breakout group member mentioned, yet little information
is collected directly about these relationships.

States have an opportunity as the health care system adopts electronic
health records to use data from these records to further children’s health
and well-being. In particular, young children often have been overlooked
in the past and could be a point of emphasis in collaborative efforts. States
would need to work with software developers to understand what types
of data need to be collected and how those data could be collected rather
than grafting data systems onto electronic health records once they are up
and running.

The breakout group discussed the interactions among state-level per-
sonnel and the frontline personnel who are often collecting data at the local
level. Frontline personnel need to understand the purpose of the data being
collected to build support for the data collection system and to provide
input on how data can be used. They also need technical assistance from
the states if they are to gather information accurately and reliably. Finally,
communities need to receive information back from the state to maintain
and extend their data collection efforts, according to some members of the
breakout group.

FINAL COMMENTS

Finally, several presenters and participants in the workshop made com-
ments that elaborated on or extended the observations of the breakout
groups.

Felisia Bowen, Rutgers School of Nursing, emphasized the need to
develop culturally appropriate instruments, given the diversity of the U.S.
population. The best way to do so, she added, is to invite the members of

Copyright National Academy of Sciences. All rights reserved.


http://www.nap.edu/21661

Innovations in Design and Utilization of Measurement Systems to Promote Children's Cognitive, Affective, ...

68 INNOVATIONS IN DESIGN AND UTILIZATION OF MEASUREMENT SYSTEMS

culturally distinct groups to share in the development of instruments, which
also educates them in the process and increases the likelihood of sharing.

The children in U.S. schools speak many different languages, observed
Laurel Leslie, Tufts University School of Medicine, and many live in pov-
erty, which can be expected to have effects on their health literacy. As
Hendricks Brown of Northwestern University pointed out, a tool is not
adequate if it leaves out large portions of the population that have less
access to health care.

Andy Shih of Autism Speaks pointed to the need to conduct field trials
of new instruments in a range of cultural settings, as was done with a recent
diagnostic screening tool for autism that can be administered by nonspecial-
ists. Conducting field trials in different cultures makes it possible to identify
elements that may be transcultural so that a tool can be generalized.

Robert Goerge, University of Chicago pointed out that many of the
barriers to better measures are not technical but social and cultural. Laws
and regulations in the United States protect privacy and independence,
which limit what can be done with data after it is collected. As Mary Ann
McCabe, George Washington University, added, these considerations differ
among data types. For example, deidentified administrative data tends to be
viewed differently than personally identifiable health care data, particularly
in sensitive areas such as mental health.

David Keller observed that one way to develop new tools is to require
the use of such tools in payment systems. For example, value-based payment
formulas have been tied to tool development in adult health care, though
the same measures have not been applied in pediatrics. In general, added
Brown, actionable information from a more comprehensive and integrated
data system could support the investments in infrastructure needed to build
and sustain such a system. Brown also pointed to the opportunities to use
qualitative information more strategically, particularly in monitoring the
implementation and adaptation of programs.

Harold Pincus observed that, in health care, one challenge is to redesign
the workforce to establish base measurements of care, and an electronic
health record (EHR) can be built around that. In that case, an EHR would
be usable not just by clinicians but by patients and parents. The Office of
the National Coordinator for Health Information Technology is working
on developing standards for behavioral health EHRs, and other groups are
thinking about how patient portals can be used more effectively.

Jeff Schiff, Minnesota Department of Human Services, pointed more
generally to the potential of new technologies to gather patient-reported
outcomes. “All of us will, at some time in the next 15 minutes, look at our
cell phones,” he said. “We have to start thinking about different modalities
of patient-reported outcomes. And then not just look at patient-reported
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satisfaction or patient-reported well-being but how people are actually
functioning in their families and in their communities.”

Finally, Schiff emphasized the power of forceful advocacy. “If we can
be a little impatient and a little persnickety about this and get to be a
thorn in a bunch of people’s shoes, we may be able to move forward,”
he said. Legislators tend to react more forcefully to stories than to data,
Schiff said, so he always tries to talk about data in the form of stories. At
the same time, a little bit of data can go a long way, especially if it drives
home an important point. “If we can get the data to be used, we can make
a difference.”
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Workshop Agenda

Innovations in Design and Utilization of Measurement Systems to
Promote Children’s Cognitive, Affective, and Behavioral Health

November 5-6, 2014

National Academy of Sciences Building
2101 Constitution Avenue, NW, Washington, DC

AGENDA

There are a number of measurement systems to monitor the well-being
of children in the United States and to guide improved delivery of health
care, social, and educational services for children at the local, regional,
and national levels. The usefulness of these systems may be improved by
the use of tools, such as data linkage and integration; quality improve-
ment methods; and feedback mechanisms to enhance sustainable delivery
of interventions. This workshop aims to discuss examples of innovative
design and utilization of measurement systems to collect and analyze data
relevant to promoting children’s cognitive, affective, and behavioral health,
and to identify common features of these systems to guide future research
and practice.

Day 1, Wednesday, November 5, 2014 (LECTURE ROOM)
8:00 a.m. BREAKFAST

8:45 a.m.  Welcome and overview of meeting agenda
C. Hendricks Brown and William Beardslee, Forum Co-Chairs
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8:50 a.m. Panel 1: Maximizing the Value of National, State, and Local
Measurement Systems for Research and Policy

Speakers will present examples of the successful use of data
integration to inform research and policy pertinent to pro-
moting children’s cognitive, affective, and behavioral health,
and discuss how measurement systems might be improved.

Moderator: Ruth Perou, Centers for Disease Control and
Prevention, Planning Committee

Speakers:

¢ Anne Sheridan, Executive Director, Governor’s Office for
Children, Maryland

e Vetisha McClair, Division of Research on Vulnerable Popu-
lations and Care Transformation, Center for Medicare &
Medicaid Innovation

e Robert Goerge, Chapin Hall at the University of Chicago

9:40 a.m.  Questions and discussion
10:00 a.m.  Keynote Presentation: Using Data to Improve Patient-Centered
Outcomes: A View from the Medicaid Medical Directors
Jeff Schiff, Chair, Medicaid Medical Directors Network
10:20 a.m.  Questions and discussion

10:30 am. BREAK (15 minutes)

10:45 a.m. Panel 2: Measurement Systems to Assess Individual- and
Population-Level Change

Speakers will describe innovations in the use of measurement
systems to monitor changes in children’s health at the indi-

vidual and population levels.

Moderator: William Beardslee, Harvard Medical School, Plan-
ning Committee
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12:05 p.m.

12:25 p.m.

12:30 p.m.

1:30 p.m.

3:15 p.m.
3:30 p.m.
4:00 p.m.

4:50 p.m.

5:00 p.m.
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Speakers:

e Robert Orwin, Westat

¢ Jane Pearson, Division of Services and Intervention Re-
search, National Institute of Mental Health

e Greg Farber, Office of Technology Development and Co-
ordination, National Institute of Mental Health

e Catherine Bradshaw, University of Virginia

e Kareemah Abdullah, Community Anti-Drug Coalitions of
America

Questions and discussion

Preview of afternoon session
C. Hendricks Brown and William Beardslee, Forum Co-Chairs

LUNCH

Breakout group discussions

Forum members and workshop attendees will divide into
three groups to discuss how to improve measurement and
integration of data at the (1) individual-, (2) community-,
and (3) state-level. (Note: Group assignments and specific
questions for discussion will be available at the meeting.)
BREAK (15 minutes)

Breakout group reports

Full group discussion

Closing remarks and preview of next day
C. Hendricks Brown and William Beardslee, Forum Co-Chairs

Adjourn for day
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8:30 a.m.

9:00 a.m.

9:05 a.m.

10:10 a.m.

10:30 a.m.

10:45 a.m.

Day 2, Thursday, November 6, 2014 (NAS 120)
BREAKFAST

Welcome and reflections from Day 1
C. Hendricks Brown and William Beardslee, Forum Co-Chairs

Panel 3: Utilizing Quality Measures to Facilitate System Change

Panelists will present examples of how quality measures have
been used to facilitate system change in early childhood, juve-
nile justice, and health care settings.

Moderator: Dara Blachman-Demner, National Institute of
Justice, Planning Committee

Speakers:

e Rachel Gordon, University of Illinois at Chicago

e Kristen Kracke, Office of Juvenile Justice and Delinquency
Prevention

e Harold Pincus, Columbia University

e Sarah Scholle, National Committee for Quality Assurance

Questions and discussion
BREAK (15 minutes)

Panel 4: Toward Efficient and Sustainable Delivery of
Interventions

Speakers will discuss tools developed to measure implementa-
tion of evidence-based preventive programs at scale and offer
suggestions about how such tools can be used to improve the
sustainable delivery of programs.

Moderator: Eve Reider, National Institute on Drug Abuse,
Planning Committee

Speakers:

Richard Catalano, University of Washington

Lisa Saldana, Oregon Social Learning Center
Marion Forgatch, Oregon Social Learning Center
Carlos Gallo, Northwestern University
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11:50 a.m.  Questions and discussion

12:10 p.m. Closing remarks
C. Hendricks Brown and William Beardslee, Forum Co-Chairs

12:15 p.m. Adjourn workshop

WORKSHOP PLANNING COMMITTEE

C. Hendricks Brown, Ph.D., Northwestern University (Chair)

William R. Beardslee, M.D., Boston Children’s Hospital and Harvard
Medical School

Dara Blachman-Demner, Ph.D., National Institute of Justice

David A. Brent, M.D., M.S.Hyg., University of Pittsburgh

Kimberly E. Hoagwood, Ph.D., New York University

Jennifer Kaminski, Ph.D., Centers for Disease Control and Prevention

Laurel K. Leslie, M.D., M.P.H., Tufts University

Ruth Perou, Ph.D., Centers for Disease Control and Prevention

Eve E. Reider, Ph.D., National Institute on Drug Abuse

Andy Shih, Ph.D., Autism Speaks

Belinda E. Sims, Ph.D., National Institute on Drug Abuse
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Biographies of Workshop Speakers

Kareemah Abdullah is the Director of the National Community Anti-Drug
Coalition Institute (Institute) and the Vice President of Training Operations
for Community Anti-Drug Coalitions of America (CADCA) in Alexandria,
Virginia. The Institute established by Congress under the Drug-Free Com-
munities Support Act is administered by the Executive Office of the Presi-
dent, Whitehouse Office of National Drug Control Policy (ONDCP) and
managed by the Substance Abuse Mental Health Services Administration
(SAMHSA). Ms. Abdullah is responsible for executive and strategic direc-
tion of the Institute with an emphasis on the development of coalitions
serving economically disadvantaged areas throughout the United States, ter-
ritories, and tribal communities. As the Vice President for Training Opera-
tions, Ms. Abdullah is the chief architect for CADCA’s youth programs,
featuring the National Youth Leadership Initiative (NYLI), military services
including CADCA’s VetCorps Program, as well as fee-for-service operations.
Ms. Abdullah also served as the Vice President for Development account-
able for CADCA’s strategic partnership and resource procurement. For
7 years, she was the Institute’s Deputy Director for Training and Technical
Assistance. Under her leadership, the National Coalition Academy was
created in partnership with the National Guard Bureau and its Regional
Counter-drug Training School Network. The Academy and other compo-
nents of the Institute’s comprehensive national training delivery system,
established by Ms. Abdullah, was designed to provide substantial support
to communities throughout the nation. This drug demand reduction system
represents the largest sustained training and technical assistance undertak-
ing in CADCA’s, ONDCP’s and SAMHSA’s history. The Institute’s systems
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change training model is used in local, state, regional and international
settings. Previously, Ms. Abdullah, a Certified Prevention Specialist Level
4, served as Vice-President of the Board of Directors for the Prevention
Credentialing Consortium for the State of Georgia and Chief Executive
Officer of Genesis Prevention Coalition, Inc., based in Atlanta, Georgia.
Additionally, she had a successful corporate career that spanned more
than 20 years. Ms. Abdullah has presented papers internationally as a U.S.
delegate on the Institute’s independently evaluated population-level change
model and the highly acclaimed NYLI. She has acquired and leveraged
millions of federal, state, local, and private dollars and other resources via
contracts, grants, cooperative agreements, workforce development, and
interagency collaborations. Ms. Abdullah is a distinguished administrator,
master trainer, facilitator and coach, effective interviewer, broadcast mod-
erator, talk show host, and keynote speaker.

Catherine Bradshaw, Ph.D., M.Ed., is a Professor and the Associate Dean
for Research and Faculty Development at the Curry School of Education at
the University of Virginia (UVA). Prior to her current appointment at UVA,
she was an Associate Professor and the Associate Chair of the Department
of Mental Health at the Johns Hopkins Bloomberg School of Public Health.
She maintains an affiliation with Johns Hopkins as the Deputy Director
of the Centers for Disease Control and Prevention (CDC)-funded Johns
Hopkins Center for the Prevention of Youth Violence and co-director of the
National Institute of Mental Health (NIMH)-funded Johns Hopkins Center
for Prevention and Early Intervention. She holds a doctorate in develop-
mental psychology from Cornell University and a master’s of education in
counseling and guidance. She collaborates on research projects examining
bullying and school climate; the development of aggressive and problem
behaviors; effects of exposure to violence, peer victimization, and environ-
mental stress on children; and the design, evaluation, and implementation
of evidence-based prevention programs in schools. She received an award
from President Obama in 2009 for her research on the use of evidence-
based prevention programs in schools. She has co-authored more than 150
articles and chapters and presently collaborates on federally supported
randomized trials of school-based prevention programs, including Positive
Behavioral Interventions and Supports and social-emotional learning curri-
cula. She also has expertise in implementation science and coaching models.
Dr. Bradshaw works with the Maryland State Department of Education and
several school districts to support the development and implementation of
programs and policies to prevent bullying and school violence, and to foster
safe and supportive learning environments. She collaborates on federally
funded research grants supported by NIMH, National Institute on Drug
Abuse (NIDA), CDC, U.S. Department of Education, National Institute of
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Justice, and the Institute of Education Sciences. She has also consulted with
the National Education Association, the United Nations, and the World
Bank on issues related to bullying, mental health, and school-based preven-
tion. She is an Associate Editor for the Journal of Research on Adolescence
and the editor of Prevention Science, and co-editor of the Handbook of
School Mental Health.

Richard Catalano, Ph.D., is the Bartley Dobb Professor for the Study and
Prevention of Violence and the co-founder of the Social Development Re-
search Group in the School of Social Work at the University of Washington.
For more than 30 years, he has led research and program development to
promote positive youth development and prevent problem behavior. His
work has focused on discovering risk and protective factors for positive
and problem behavior, designing and evaluating programs to address these
factors, and using this knowledge to understand and improve prevention
service systems in states and communities. He has served on expert panels
for the National Academy of Sciences, federal and state governments, and
foundations. He has published more than 350 articles and book chapters
and his work is highly cited (H factor of 50). His work has been recognized
by practitioners (1996 National Prevention Network’s Award of Excellence);
criminologists (Fellow of the Academy of Experimental Criminology, 2007
August Vollmer Award from the American Society of Criminology, and
2003 Paul Tappan Award from the Western Society of Criminology); pre-
vention scientists (2001 Prevention Science Award, 2012 Presidential Award
from the Society for Prevention Research, President-elect of the Society for
Prevention Research), and social workers (Fellow in the American Acad-
emy of Social Work and Social Welfare). Dr. Catalano is a member of the
Washington State Academy of Sciences. He is the codeveloper of the Social
Development Model; the parenting programs Guiding Good Choices, Sup-
porting School Success, Staying Connected with Your Teen, and Focus on
Families; the school-based program, Raising Healthy Children; and the com-
munity prevention approach, Communities That Care.

Gregory Farber, Ph.D., has a B.S. in chemistry from Penn State University
(1984) and received his Ph.D. in physical chemistry from the Massachusetts
Institute of Technology (1988). Dr. Farber’s research in graduate school
involved determining the three dimensional structure and mechanism of the
enzyme xylose isomerase in the laboratory of Dr. Gregory A. Petsko. After
graduate school, Dr. Farber received a Life Sciences Research Fellowship to
work on mechanistic enzymology with Dr. W. W. Cleland at the University
of Wisconsin. Following his postdoctoral fellowship, Dr. Farber returned to
Penn State as an Assistant Professor of Biochemistry and rose to the rank
of Associate Professor with tenure by 1998. His research included work on
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structural movies of enzyme action, molecular evolution, and mechanistic
enzymology. Following a sabbatical year in the Division of Biological Infra-
structure at the National Science Foundation, Dr. Farber decided to stay
in government service. He moved to the National Center for Research
Resources (NCRR), part of the National Institutes of Health (NIH), in
2000. At NCRR, he managed a number centers and individual investigator
awards in technology development and bioinformatics, as well as a cohort
of interdisciplinary research centers. Dr. Farber concluded his service at
NCRR as the Director of the Office of Extramural Activities and the Direc-
tor of the Office of Construction Grants. In June 2011, Dr. Farber became
the Director of the Office of Technology Development and Coordination
at NIMH. That office is responsible for coordinating all technology devel-
opment and bioinformatics activities at NIMH, including common data
element activities, overseeing the National Database for Autism Research,
managing the NIMH component of the BRAIN Initiative, managing the
Human Connectome project on behalf of the NIH Neuroscience Blueprint,
and also overseeing the NIMH small business program.

Marion S. Forgatch, Ph.D., is Senior Scientist Emerita at the Oregon Social
Learning Center (OSLC), where she developed and tested programs for
families with children at-risk or referred for child adjustment problems and
substance abuse. In 2001, Dr. Forgatch founded Implementation Sciences
International Inc. (ISII), a nonprofit affiliate of OSLC, to conduct imple-
mentation projects based on Parent Management Training, the Oregon
Model (PMTO), a set of evidence-based practices developed and tested
by the OSLC group. At ISII she serves as Executive Director and Direc-
tor of Research. She and her team conduct large-scale implementations
for systems providing services to families in child mental health and child
welfare. Implementations include nationwide programs (Denmark, Iceland,
The Netherlands, Norway), statewide programs (Kansas, Michigan), and
citywide programs (Detroit, Mexico City, New York City). Since 2000,
Dr. Forgatch and her team have adapted and applied the Parenting through
Change (PTC) program for use with diverse populations, including non-
English speaking Latinos, mothers living in shelters to escape homeless-
ness or violence, parents whose children have been removed for reasons
of abuse/neglect, and most recently for members of the National Guards
reintegrating home following service in the Iraq and Afghanistan wars.
Dr. Forgatch is co-author with Dr. Gerald R. Patterson of Parents and
Adolescents, a set of books for parents and clinicians. She has also co-
authored numerous journal articles, book chapters, and audio and video
tapes for parents. A Fellow of the Association for Psychological Science,
Dr. Forgatch has received awards from the Society of Prevention Research
(Friend of the Early Career Prevention Network in 2003 and Award for
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International Collaborative Prevention Research in 2008) and the American
Family Therapy Academy (Distinguished Contribution to Family Systems
Research in 2012).

Carlos Gallo, Ph.D., is currently a Research Assistant Professor at the
department of Psychiatry and Behavioral Sciences at Northwestern Univer-
sity. He obtained a Ph.D. in Computational Psycholinguistics from the Uni-
versity of Rochester followed by postdoctoral studies at Harvard University
and the University of Miami. Dr. Gallo applies his expertise in bilingualism
and natural language processing to developing computational methods for
measuring fidelity in parent training prevention interventions.

Robert M. Goerge, Ph.D., is a Senior Research Fellow at Chapin Hall at
the University of Chicago with more than 30 years of research focused on
improving the available data and information on children and families,
particularly those who require specialized services related to maltreat-
ment, disability, poverty, or violence. Dr. Goerge developed Chapin Hall’s
Integrated Database on Child and Family Programs in Illinois, which links
the administrative data on social service receipt, education, criminal and
juvenile justice, employment, health care, and early childhood programs
to provide a comprehensive picture of child and family use of publicly
provided or financed service programs. His work provides high-quality
information to policy makers to improve the programs serving children and
their families. He is also the Principal Investigator of the National Survey
of Early Care and Education. In addition to his Chapin Hall work, he is a
Senior Fellow at the Computation Institute, where he is co-Principal Inves-
tigator on a National Science Foundation (NSF)-funded grant entitled, “An
Urban Sciences Research Coordination Network for Data-Driven Urban
Design and Analysis.” He is the Executive Director of the Master’s Degree
in Computational Analysis and Public Policy and a Senior Fellow at the
Harris School for Public Policy Studies. He is a member of the Panel on
Modernizing Crime Statistics of the National Academy of Sciences, and a
Technical Work Group member of the National Study of Child and Ado-
lescent Well-Being. Dr. Goerge received his Ph.D. from the School of Social
Service Administration of the University of Chicago. He is also co-founder
of the International Society for Child Indicators.

Rachel A. Gordon, Ph.D., is a Professor in the Department of Sociology and
Associate Director of the Institute of Government and Public Affairs at the
University of Illinois at Chicago. Dr. Gordon’s research broadly examines
contextual, social, and policy factors that affect children and families. She
has studied how child care and preschool quality affect child development,
the relationships between youth gang participation and delinquency, the
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association between community context and child well-being, the causes
and consequences of grandmother coresidential support for young mothers,
and an evaluation of an innovative job program for young couples. She is
the author of two textbooks (Regression Analysis for the Social Sciences
and Applied Statistics for the Social and Health Sciences) and has published
her research in leading academic journals, including the American Journal
of Evaluation, Child Development, Criminology, Demography, Develop-
mental Psychology, Journal of Marriage and Family, and Journal of Re-
search on Adolescence. Throughout her career, Dr. Gordon has worked at
the intersection of academic research and social policy, including through
directing the Illinois Family Impact Seminars. Her latest research has been
funded by NIH and Institute of Education Sciences (IES) to examine the
psychometric properties of widely used measures of preschool and child
care quality, including the Early Childhood Environment Rating Scale-
Revised Edition (ECERS-R) and Classroom Assessment Scoring System
(CLASS). She is also collaborating with the Collaborative for Academic,
Social and Emotional Learning and the Washoe County School District
(Reno, Nevada) to improve measurement of students’ social and emotional
competencies using item response theory methods.

Kristen Kracke, M.S.W., is a Social Science Specialist for the U.S. Depart-
ment of Justice’s Office of Juvenile Justice and Delinquency Prevention
(OJJDP), and serves as a senior technical expert in the area of juvenile jus-
tice systems improvement, evidence-based practice, research, and resource
development specifically in the areas of youth justice, trauma, and children’s
exposure to violence. In this role, she has worked in a range of capacities
including research, performance management, strategic planning, training,
and program development. Ms. Kracke has developed and currently man-
ages a number of national reform efforts using data-informed practice. She
has been leading the development of promising approaches in the field of
juvenile justice and children’s exposure to violence for more than 20 years
and has directed collaborative systems change efforts to improve policy
and practice for children and families at both the federal and local levels.

Vetisha L. McClair, Ph.D., joined the Center for Medicare & Medicaid
Innovation (CMMI) at the Centers for Medicare & Medicaid Services
(CMS) in 2012. She is a Research Analyst in the Research and Rapid Cycle
Evaluation Group, Division of Research on Vulnerable Populations and
Care Transformation. Dr. McClair leads the evaluation of many of CMMTI’s
mental health-related demonstrations, including a group of Healthcare
Innovation Awards (HCIA) focused on behavioral health and substance
abuse. The comprehensive evaluation of this diverse set of 10 awardees
from the initial round of the HCIA initiative will yield findings with impor-
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tant implications for public policies and programs that affect individuals
with behavioral and substance use disorders. Dr. McClair also co-leads an
interagency group organized by CMMI concentrated on the integration of
behavioral health and primary care. Additionally, she provides consultation
to CMMI and other CMS components in the development and evaluation
of new mental health related projects. Her research interests relate to men-
tal health service use and the effect of psychosocial/demographic factors on
treatment outcomes. Previously, she completed a postdoctoral fellowship in
the Section on Developmental Genetic Epidemiology in NIMH after earning
her Ph.D. and M.S. in Counseling Psychology from the University of Illinois
at Urbana-Champaign and her B.S. in Psychology from Howard University.
She has also provided psychological services in a variety of settings (Vet-
erans Administration Medical Centers, disability services, and out-patient
hospitals) and is a licensed psychologist in the state of Maryland.

Robert Orwin, Ph.D., is a Senior Study Director in the Behavioral Health
Group at Westat, with 30 years of experience in program evaluation and
20 years of experience in the issues of homelessness, mental health, sub-
stance abuse prevention, treatment, and policy. His expertise includes evalu-
ation and survey research, research design, and data analysis. Dr. Orwin
has directed research projects for SAMHSA; the National Institute on Al-
cohol Abuse and Alcoholism; NIDA; CDC; the National Heart, Lung, and
Blood Institute; the U.S. Food and Drug Administration; and various other
agencies. He has directed or co-directed several multisite evaluations of
services for individuals and families and was recently director of the cross-
site evaluation of the Center for Substance Abuse Prevention’s Strategic
Prevention Framework. Dr. Orwin’s other research has included evalua-
tions of the National Youth Anti-Drug Media Campaign and the effects of
gender-sensitive substance abuse treatment on increasing employment and
decreasing criminal justice involvement among women.

Jane Pearson, Ph.D., chairs the NIMH’s Suicide Research Consortium. She
is the Associate Director for Preventive Interventions in the Division of
Services and Intervention Research, and she currently leads the staffing for
the National Action Alliance for Suicide Prevention Research Prioritiza-
tion Task Force, which includes the implementation of the first prioritized
research agenda for suicide prevention (www.suicide-research-agenda.org).
Dr. Pearson serves as the NIH representative to the U.S. Department of
Health and Human Services Federal Steering Group on Suicide Prevention.

Harold Alan Pincus, M.D., is Professor and Vice-Chair of the Depart-
ment of Psychiatry and co-director of the Irving Institute for Clinical and
Translational Research at Columbia University and Director of Quality
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and Outcomes Research at New York-Presbyterian Hospital. Dr. Pincus
also serves as a Senior Scientist at the RAND Corporation. Previously
he was Director of the RAND-University of Pittsburgh Health Institute
and Executive Vice Chairman of the Department of Psychiatry at the
University of Pittsburgh, where he still maintains an adjunct profes-
sorship. He is the National Director of the Atlantic Philanthropies’
Health and Aging Policy Fellowship and previously directed the Robert
Wood Johnson Foundation’s national program on Depression in Primary
Care: Linking Clinical and Systems Strategies and the Hartford Founda-
tion’s national program on Building Interdisciplinary Geriatric Research
Centers. Dr. Pincus has also served as the Deputy Medical Director of
the American Psychiatric Association (APA) and the founding director
of APA’s Office of Research. Prior to joining APA, he was the Special
Assistant to the Director of NIMH. Dr. Pincus graduated from the
University of Pennsylvania and received his medical degree from Albert
Einstein College of Medicine in New York. Following completion of
residency at George Washington University Medical Center, Dr. Pincus
was named a Robert Wood Johnson Foundation Clinical Scholar. As a
Clinical Scholar, Dr. Pincus served as a professional staff member of the
President’s Commission on Mental Health at the White House and, sub-
sequently, as a congressional fellow in the U.S. House of Representatives.
He has edited or co-authored 23 books and more than 350 scientific
publications in health services research, science policy, research career
development, and the diagnosis, classification, and treatment of mental
disorders. Dr. Pincus has had a particular research interest in the practice
of evidence-based medicine, quality improvement and the relationships
among general medicine, mental health, and substance abuse, develop-
ing and empirically testing models of those relationships. He has led
major health policy and services research and research training projects
totaling more than $150 million in external funding. Dr. Pincus has
chaired committees for NIH and served on several Institute of Medicine/
National Academy of Sciences committees, including Crossing the Qual-
ity Chasm in Behavioral Health and Cancer Care for the Whole Patient,
as well as the World Health Organization’s International Classification
of Disease Oversight Committee, World Psychiatric Association Section
on Economics, Behavioral Measurement Advisory Panel of the National
Committee for Quality Assurance, and numerous other national and
international committees. He is chair of the Medicaid Task Force for the
Measurement Applications Partnership, authorized under the Affordable
Care Act; and he is co-chair of both the National Quality Forum Behav-
ioral Health Steering Committee and the World Health Organization
International Classification of Diseases 11th Revision (ICD-11) Commit-
tee on Quality and Patient Safety.
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Lisa Saldana, Ph.D., is a Senior Research Scientist at Oregon Social Learn-
ing Center. She is currently the Principal Investigator (PI) on the Stages
of Implementation Completion for Evidence-Based Practice, an NIMH-
funded RO1 that examines the successful implementation of interventions
in community settings. She also is working on NIH-funded research grants
focusing on the economic evaluation of evidence-based practices and is a
Co-Investigator on an NIDA-funded Translational Drug Abuse Prevention
Center at the Oregon Social Learning Center (OSLC). Dr. Saldana is a Co-
Investigator on a large real-world implementation of two linked evidence-
based programs in a large multisite child welfare system. In collaboration
with colleagues, she developed the Stages of Implementation Completion
(SIC) and Cost of Implementing New Strategies (COINS) implementation
tools. Previously, she was a Co-Investigator on a large-scale trial awarded to
Patricia Chamberlain evaluating “what it takes” to implement an evidence-
based practice (MTFC) for youth in foster care in communities with bar-
riers to implementation. This trial produced the SIC and COINS tools. Dr.
Saldana also has a strong intervention development background. She was
the PI of an NIDA-funded K award in which she developed the Families
Actively Improving Relationships (FAIR) program, an intensive interven-
tion for child welfare involved families with comorbid substance abuse,
and currently is serving as PI on an efficacy trial of this intervention. She
has collaborated with a number of other evidence-based practice developer
groups and has been involved in development activities ranging from evalu-
ation to creation of intervention principles and strategies. More recently
her collaboration has strongly focused on development of implementation
strategies to assist in increasing the uptake of successful practice. She and
colleague Patricia Chamberlain are about to launch a large rollout of the
R3 Supervisor Strategy as a means of infusing the use of evidence-based
techniques throughout a statewide child welfare workforce.

Jeff Schiff, M.D., M.B.A., is the Medical Director for Minnesota Health
Care Programs at the Minnesota Department of Human Services. This in-
cludes Minnesota’s Medicaid and Minnesota Care programs. He has served
as medical director since June 2006. His work focuses on the development
and implementation of evidence-based benefit policy, the advancement of
improved care delivery models, and the improvement of clinical quality.
Specific areas of interest include the development of policy to enhance the
role of primary care and the provision of patient-centered medical homes;
the use of collaborative intrastate processes to implement quality improve-
ments across the health care system; and the use of claims and clinical data
to report and improve health outcomes. The Minnesota Health Services
Advisory Council, a physician-based policy advisory body for the develop-
ment and implementation of evidence-based policy, is organized through
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his office. Dr. Schiff is the current chair of the Medicaid Medical Directors
network. In the network, he has co-chaired a 22-state project to measure
the status of early elective delivery in these states. He has chaired a Patient-
Centered Outcomes Research Institute (PCORI) advisory group to identify
perinatal topics to be considered for future funding. He has served as the
co-chair of the Agency for Healthcare Research and Quality (AHRQ)
National Advisory Council Subcommittee on Children’s Healthcare Quality
Measures for Medicaid and Children’s Health Insurance Program (CHIP)
programs. This subcommittee was charged with the identification of ini-
tial core set of children’s health care quality measures for voluntary use
by Medicaid and CHIP Programs across the country. He has served as
co-chair of the CMS expert panel on birth outcomes subcommittee that
recommended Medicaid measures to improve prenatal and birth outcomes.
Dr. Schiff has served as president of the Minnesota Chapter of the American
Academy of Pediatrics. His past administrative experience includes Medical
Direction for Minnesota’s Emergency Medical Services for Children pro-
gram. He practices clinically in pediatric emergency medicine.

Sarah Hudson Scholle, Dr.P.H., M.P.H., is Vice President of Research and
Analysis for the National Committee on Quality Assurance (NCQA). Her
research on measurement of practice systems and patient-centered care has
informed the development and evaluation of NCQA’s Patient-Centered
Medical Home program. She led a recent effort that led to the develop-
ment of the Consumer Assessment of Healthcare Providers and Systems
(CAHPS) survey for patient-centered medical homes and currently heads a
study to assess opportunities for incorporating shared decision making in
accountable care organizations. Dr. Scholle leads one of seven Centers of
Excellence in the AHRQ/CMS Pediatric Quality Measurement Program.
She has extensive experience with measurement using multiple data sources
including administrative claims and eligibility files, surveys, and most re-
cently electronic health record data. Her research has focused on both
content issues as well as technical issues such as reliability and validity of
measures, as evidenced by her publication record. Dr. Scholle received her
master’s degree in public health from Yale University and her doctorate in
public health from the Johns Hopkins Bloomberg School of Public Health.

Anne Sheridan is the Executive Director of the Maryland Governor’s Office
for Children (GOC). The GOC works to promote health and wellness
among youth, and seeks to address the priorities of Maryland’s children.
Previously she served as the manager of the Maryland No Kid Hungry
Campaign at Share Our Strength and co-chaired the Maryland Partnership
to End Childhood Hunger where she helped to implement a statewide plan
to meet partnership goals. Sheridan has years of community relations and
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field operations experience, working as Corporate Director for Commu-
nity Relations at Harrah’s Entertainment, Inc., as well as with the Kerry-
Edwards Campaign in 2004, and as principal of the Dewey Square Group.
Sheridan is a graduate of Georgetown University’s School of Foreign Ser-
vice and received her B.A. in Economics and Government from Simmons
College in Boston, Massachusetts.
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