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PREFACE

The RAND Corporation was contracted to evaluate AHRQ’s child health activities. This
work was carried out from October 2005 through June 2006. Comments or inquiries should be

sent to the RAND principal investigators, Michael Seid (mseid@rand.org) or Michael A. Stoto

(stotom@georgetown.edu). This work was carried out within RAND Health, a division of the
RAND Corporation. More information about RAND is available at http://www.rand.org.
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EXECUTIVE SUMMARY

"What we really want to get at is not how many reports have been done, but
how many people’s lives are being bettered by what has been accomplished. In
other words, is it being used, is it being followed, is it actually being given to
patients?... [W]hat effect is it having on people?”

Congressman John Porter, 1998, Chairman, House Appropriations

Subcommittee on Labor, HHS, and Education

Since its inception, the U.S. Agency for Healthcare Research and Quality (AHRQ, or the
Agency) has funded research and other activities concerning a variety of children’s health issues.
At the same time, the Agency’s strategic priorities continue to evolve in the context of a
changing policy environment. Currently, the Agency is crafting strategic plans for its ten
“portfolios of work.” As part of the planning process, the Agency is evaluating the various cross-
cutting, or cross-portfolio, priority populations, including children. To aid in this assessment, the

RAND Corporation was contracted to evaluate AHRQ’s child health activities.

As requested by AHRQ), this evaluation addresses four Primary Objectives:

1) Measure and assess to what extent the Agency contributed and disseminated
and/or translated new knowledge;

2) Measure and assess to what extent AHRQ’s children’s healthcare activities
improved clinical practice and health care outcomes and influenced heath care
policies;

3) Measure and assess AHRQ’s financial and staff support for children’s health
activities; and,

4) Measure and assess to what extent the Agency succeeded in involving
children’s health care stakeholders and/or creating partnerships to fund and

disseminate key child health activities.

To address these objectives, RAND developed and implemented a conceptual framework
based on state-of-the-art research evaluation theories (Roessner, 2002). This framework

suggests that the effect of any particular activity is likely to be highly indirect and that policy and
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practice outcomes are multi-determined and depend on a loose network of actors (funders,
researchers, policy makers, the public, regulatory officials, practitioners). It also suggests that
the impact of activities is typically characterized by a highly skewed distribution, with a
relatively small number of activities having a large impact and the vast majority having a smaller
impact. This framework allowed an assessment of the Agency’s contribution to the development
and dissemination of new knowledge and the impact of that knowledge on policies, clinical
practice, and health outcomes. In addition, we used databases developed at RAND to describe

the Agency’s funding focus and financial investment in children’s health over time.

Pursuant to Primary Objective 1, we analyzed funding for external activities and
publications related to those activities, overall and by category, and over time. In terms of
funding, we identified over $350 million that AHRQ used to fund external research and activities
related to children between 1990 and 2005. The overall amount and average awards rose during
the time period, despite a decline in the last few years, as did the percent of the AHRQ overall
budget devoted to children’s health activities. Examining external activities by AHRQ strategic
goals, children’s health strategic goals, and AHRQ portfolios of work shows that, over time,
activities related to patient safety and health information technology have increased from almost

zero to about half of all activities, reflecting trends in the Agency as a whole.

We also tracked publications derived from these activities over time. In terms of AHRQ
strategic goals, 54% of the publications describe efforts to improve health outcomes and 31%
relate to the goal of improving access, appropriate use and efficiency. In terms of children’s
health strategic goals, 64% of the publications fit into the goal of contributing to new knowledge
about child health services. In terms of AHRQ portfolios of work, 41% of the publications are
categorized under the care management portfolio and 31% describe results from projects on the
cost, organization, and socio-economics of health care. And because publications lag activities
by several years, in the near future, we expect an increasing number of publications regarding
health information technology and patient safety. We note that gathering the data required for
this analysis was difficult and time-consuming — there is no central repository of information
about all funding and all products that can be used for ongoing monitoring of priority

populations.
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For Objective 1, therefore, our evaluation shows that the Agency has contributed a
substantial body of new knowledge as a result of its funding for children’s health research
(extramural and intramural) and has disseminated this new knowledge effectively in the peer
reviewed literature. This analysis also shows that the child health portfolio has changed over

time, reflecting the overall Agency priorities.

It is difficult in any field to trace a direct line between research or other activities and
improved health care activities or clinical practice, or between such activities and an influence on
health policy. Nevertheless, pursuant to Primary Objective 2, we found that the 794 external and
internal publications arising from AHRQ’s children’s health activities were cited nearly 3,000
times in the scientific literature. Similar to previous analyses by AHRQ staff on the results of
outcomes research (Stryer, Tunis et al. 2000), we found that 70% of the publications present
research findings that may inform policy and practice, but do not directly address particular
decisions. Fourteen percent of the publications focus on the impact of policy changes or have
clear policy implications. Fifteen percent of the publications describe research that evaluates
clinical behavior, demonstrates changes in clinical behavior, or demonstrates the use of tools in a
clinical setting. One percent of the publications describe research on the relationship between

clinical or policy changes and health outcomes.

Our case examples and key stakeholder interviews, which focused on AHRQ’s work in
State Children’s Health Insurance Program/Child Health Insurance Initiative (SCHIP/CHIRI),
attention deficit hyperactivity disorder (ADHD) and asthma illustrate several lessons on
maximizing the impact of AHRQ activities. First, the impact of AHRQ’s activities
(dissemination of relevant information to policy-makers in a timely manner, changes in practice
and outcomes) is maximized when structures are in place to encourage cooperation and
communication among researchers and with a variety of stakeholders. The SCHIP/CHIRI case
illustrates this point: the request for proposals (RFP) was structured to require researchers to
work with policy makers; AHRQ partnered with other funders; and the individual projects were
required to set aside funds to support initiative-wide meetings and publications. In the case of
ADHD and asthma, one of the main impacts of AHRQ involvement was the ability to draw on

the resources of Centers for Education and Research on Therapeutics (CERTSs) to synthesize
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evidence, of practice-based research networks (PBRNs) to change practice, and of tools to

improve outcomes.

Second, in many of the child health activities funded by AHRQ, impact all too often
relied on the individual efforts of Principal Investigators and AHRQ staff rather than being
programmed into the activities. With some notable exceptions (for example, CHIRI), activities
are seen as focused on generating products for academic journals. And, the AHRQ infrastructure
was seen as being oriented towards the ‘front end’ of research grants — soliciting, reviewing,
selecting, and funding — rather than the ‘back end’ — disseminating timely and relevant
information to policy makers, documenting impact on clinical practices or outcomes, tracking

and compiling the ways that AHRQ products are used by various stakeholders.

Third, the inherent tension in serving the needs of multiple stakeholders can be positive
or negative. In the case of CHIRI, tension lead to a creative solution that enhanced the impact of
this set of activities. In other cases, the tension was not addressed as successfully. Many
interviewees alluded to the tension between the role of the Agency in funding policy-relevant
research versus directly informing the policy debate. Child health activities at AHRQ were seen
as being more focused on the former, rather than the latter. Another tension is between the needs
of academicians to generate peer-reviewed publications on the one hand, and the needs of policy-
makers, clinicians, and families for timely, actionable information on the other. Clinicians and
families saw AHRQ’s child health activities as being more focused on the needs of academics
rather than on those of the users. A further tension is between the broad spectrum of needs in
children’s health and a very limited budget. Specific, focused investments designed to generate
spectacular answers to the “Porter Question” (What effect is the research having on people?)

were seen as key to the Agency’s continued viability.

In sum, for Objective 2, our bibliometric analysis, case studies, and key stakeholder
interviews suggest that children’s health care activities at AHRQ, along with other child health
stakeholders, have played an important role in improving clinical practice and health care
outcomes and in influencing specific heath care policies. They also suggest ways to enhance the

impact of future children’s health activities.
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AHRQ’s objectives and budget have changed over the years, both overall and for
children’s health activities. A tightening budget and a shift away from investigator-initiated
external research grants have highlighted questions regarding the place of children’s health
within AHRQ’s overall mission. Pursuant to Primary Objective 3, two recurrent themes
regarding AHRQ support for children’s health activities emerged from the key informant
interviews. The first was the issue of whether children’s health should be considered (and
funded) separately from other activities. Several interviewees made a cogent case for theoretical,
practical, and ethical reasons to consider children separately, and made specific suggestions for
how to accomplish this. The countervailing sentiment was that, in an Agency with a relatively
small budget, setting aside specific funding for children’s health activities was likely to result in
a children’s health budget insufficient to accomplish any of the Agency’s children’s health
strategic goals. Nevertheless, there are specific issues that are inherently child-only, such as

research on SCHIP, for which it is appropriate to argue for set aside funding.

The second theme was the widespread perception that children’s health activities at
AHRQ were dependent almost entirely on the efforts of individual Agency staff. Interviewees
noted that there were virtually no formal structures or policies at the Agency to ensure that
children’s health was adequately addressed; the Child Health Advisory Group (CHAG) does not
serve this function. Interviewees praised Denise Dougherty, as Senior Advisor on Child Health,
and Lisa Simpson, the former Deputy Director, for their unflagging efforts to raise the profile of
children’s health, and noted that compared to other special populations, children’s health has a
more organized and effective constituency within the Agency. However, they also noted that the
Office of Senior Advisor has neither authority nor funds to ensure inclusion of these special
populations and relied almost entirely on personal persuasion. They also noted that, with Lisa
Simpson’s departure, high-level advocacy for children’s health had diminished markedly.
Moreover, within Agency Offices and Centers, it was up to individual staff to ensure that
children’s health was included in activities. Interviewees lamented that there did not seem to be
an institutional-level, coherent voice for child health at the Agency and wondered aloud what
would happen to children’s health research at the national level if AHRQ did not continue, in

some important way, to lead.
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Therefore, for Objective 3, our interviews and case studies show that although individual
Agency staff have performed heroically in assuring continued support for child health activities,
there is a lack of authority or resources devoted to children’s health that has limited AHRQ’s

financial and staff support for children’s health research.

Pursuant to Primary Objective 4, interviewees perceived AHRQ as having been
successful in nurturing a growing children’s health services research community, through
National Research Service Award (NRSA) fellowships, conferences, and training grants. But
they also noted that this same community is in danger of dissolving or moving to other topics of
inquiry as funding in this area continues to be scarce. In terms of partnering with other HHS
entities, key stakeholders perceived limited success. Interviewees at other HHS entities
professed little experience or interest in partnering with AHRQ, despite substantial respect for
the AHRQ personnel that they had interacted with. As a result, AHRQ’s partnerships with other
HHS entities tend to involve specific initiatives or committees and are initiated or maintained at
the program or project-officer level. Interviewees could not cite examples of high-level inter-
agency collaboration in children’s health. In terms of partnering with policy entities, CHIRI was
a good example of successful partnering, but interviewees noted that there is little interest in
children’s health policy at the federal level. Several interviewees suggested that AHRQ ought to
further collaborate with state-level policy makers and with the Centers for Medicare and
Medicaid Services (CMS) around SCHIP and Medicaid. Interviewees reported mixed success in
partnering with the clinical and patient/family communities. They suggested that far more could
be done to partner with providers through professional societies such as the Association of
American Pediatricians (AAP) and other organizations involved in improving children’s health

care.

Thus, for Objective 4, we found that AHRQ staff has pursued numerous connections with
other agencies, but primarily through participation on committees and task forces, both within
and beyond HHS. The Agency has had mixed success in involving children’s health care

stakeholders and/or creating partnerships to fund and disseminate key child health activities.
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Building on this analysis, we offer the following suggestions for the Agency’s

consideration:

Through their children’s health activities, AHRQ has successfully created and
disseminated knowledge and engaged the pediatric academic community, but has been less
successful in creating and documenting improvement and in engaging the children’s health
quality, practitioner, and patient/family community. Answering the Porter Question for children
will require AHRQ’s child health activities to focus more effectively on identifying and pursuing
opportunities to apply existing evidence, implement change, and document improved processes
and outcomes. It will also require the Agency to work more closely with clinical organizations
such as the American Academy of Pediatrics (AAP) and with organizations organized around
quality improvement in order to better leverage the strengths of each. Experience with the
CHIRI program as well as with AHRQ’s work on asthma and ADHD show that this is possible,
at least in well focused areas. The CHIRI program required (and facilitated) collaboration
between researchers and policymakers and in that way could be a model for collaboration.
However, it was organized around an ongoing federal project requiring reauthorization. In the
absence of a similar national quality improvement project, it would be necessary to pursue a
more piecemeal approach. We note that, with the restriction of funding for investigator-initiated
grants and increasing prescriptiveness from HHS regarding what funds can be used for, fewer

opportunities exist for pediatric quality improvement research.

The fate of children’s health at AHRQ seems to rest in the hands of a few extremely
dedicated individuals who are forced to rely on their powers of personal persuasion. In order to
institutionalize child health as an Agency priority, certain structural and procedural changes are
required. A more formal and rigorous monitoring of Agency funding commitment by priority
population should be instituted, with regular presentations to Agency leadership about children’s
health activities and identification of under-funded areas. Endowing the Senior Advisor for
Children’s Health with institutional authority (for example, participating in AHRQ staff
employee performance reviews) or with small amounts of discretionary funds to pursue

promising opportunities to answer the Porter Question would substantially enhance

x1
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effectiveness. AHRQ should also examine how to increase the effective use of the contracts

mechanism to pursue focused efforts to answer the Porter Question.

Given AHRQ’s limited budget, partnering/leveraging with other HHS entities is critical.
The initiative for partnering must come from the highest levels within the Agency, rather than
relying on program-officer level contacts. AHRQ should aggressively pursue opportunities to
collaborate with CMS around SCHIP and Medicaid. We note that AHRQ staff are currently
engaged in collaborative efforts with CMS around child health issues and that the Agency’s

authorizing language must guide collaborations.

Finally, we note that all of these analyses required a substantial effort on our part to
identify the AHRQ research and projects that were related to child health, as well as to identify
their outputs and effects. AHRQ should consider building a management information system (or
modifying existing systems) to reliably track the inputs, outputs, and impacts of its child health
activities so that this does not have to be done on an ad hoc basis as for this study. Such an
infrastructure would provide a coherent and consistent picture of children’s health activities at
AHRQ, which would be a useful tool for both management and evaluation purposes. The
information system ought to be focused on tracking dissemination and impact as well as getting

through the grant review and funding process.

Xii



CHAPTER 1: INTRODUCTION

The Agency for Healthcare Research and Quality (AHRQ) has, since its inception,
funded research and other activities concerning a variety of children’s health issues. At the same
time, the Agency’s strategic priorities continue to evolve in the context of a changing policy
environment. Currently, the Agency is crafting strategic plans for its ten “portfolios of work.”
As part of the planning process, the Agency is evaluating the various cross-cutting, or cross-
portfolio, priority populations, including children. To aid in this assessment, the RAND

Corporation was contracted to evaluate AHRQ’s child health activities.

As requested by AHRQ), this evaluation addresses four Primary Objectives:

1) Measure and assess to what extent the Agency contributed and disseminated
and/or translated new knowledge;

2)  Measure and assess to what extent AHRQ’s children’s healthcare activities
improved clinical practice and health care outcomes and influenced heath care
policies;

3) Measure and assess AHRQ’s financial and staff support for children’s health
research; and,

4)  Measure and assess to what extent the Agency succeeded in involving children’s
health care stakeholders and/or creating partnerships to fund and disseminate key

child health activities.

To address the RFTO’s primary purposes, RAND developed and implemented a
conceptual framework based on state-of-the-art research evaluation theories (Roessner, 2002).!
This framework allowed an assessment of the Agency’s contribution to the development and
dissemination of new knowledge and the impact of that knowledge on policies, clinical practice,
and health outcomes. In addition, we used tools and methods developed at RAND to describe
the Agency’s funding focus and financial investment in children’s health over time. The report
will be helpful in determining the extent to which Government Performance Results Act (GPRA)
goals were achieved and in fulfilling GPRA/OPART requirements.

! Although we drew from theories about evaluating research, we recognize that the current evaluation concerns other
AHRAQ activities as well as research.
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POLICY CONTEXT
AHRQ’s mission, strategic goals, and organization

Established in 1989 as the Agency for Health Care Policy and Research and reauthorized
in 1999 as the Agency for Healthcare Research and Quality, AHRQ has a mission of improving
the quality, safety, efficiency, and effectiveness of health care for all Americans. AHRQ regards
its customers as clinical, healthcare system, and public policy decision makers. Its strategic plan,

adopted in 1998, includes the following goals to reflect the needs of its customers:

o Support improvements in health outcomes
o Strengthen quality measurement and improvement
o Identify strategies that improve access, foster appropriate use, and reduce

unnecessary expenditures’

AHRQ’s priorities and organization have changed over time. Currently its research and
other activities are organized into ten “portfolios of work™ such as health care management, data
development, and health information technology. Cutting across these portfolios, AHRQ has
also identified, as per the Agency’s authorizing language, priority populations, including

minorities, women, and children.

AHRQ’s children’s health research program

There are systematic differences between children and adults that strongly suggest the
need for child-focused models for health services. The differences have been summarized in an
analysis supported by AHRQ (Forrest, Simpson et al. 1997) as the four D’s: development,
dependence, differential epidemiology, and demographics. A fifth D, disparities, has also been
proposed (Gidwani, Sobo et al. 2003). Children develop at a rapid pace and their development in
one domain impacts development in others. Children are dependent on families, schools, and
other social and political institutions for their welfare in general and for access to health care.
Most children are healthy, and in contrast to adult epidemiology in which a few high-prevalence

conditions account for the majority of morbidity and mortality, pediatric epidemiology is

? http://www.ahrq.gov/about/stratpln.htm
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characterized by a relatively large number of low-prevalence conditions. Demographically, U.S.
children as a group are disproportionately poor, of color, and uninsured; as a result, health
disparities are a major concern. Because of the differences between children and adults, and the
frequent focus of health services and clinical research on adults, the knowledge base for

children’s health is considerably less robust than that for adults.

Another important point of consideration is that linking "downstream" health outcomes to
preventive and other child health services is much more difficult than it is for adult health
services - because children are inherently more resilient and healthy and the lag times are longer
and intervening confounders are more influential, among other reasons. As a result, a major
challenge for children’s health services research is the need to establish unequivocally the value

of health care for children as an effective use of resources.

In this context, AHRQ’s vision for children’s health is “to establish the Agency for
Healthcare Research and Quality as one of the Nation’s key public organizations for improving
the quality and effectiveness of health care services to the Nation’s children and adolescents.”
This mission is consistent with the Agency’s overall mission: “to improve the outcomes and
quality of health care, reduce its costs, address patient safety, and broaden access to effective
services, through the establishment of a broad base of scientific research and through the
promotion of improvements in clinical and health system practices, including the prevention of
diseases and other health conditions.”® Policy advice and coordination of AHRQ child health
activities are provided by a Children’s Health Advisory Group (CHAG), which is composed of

representatives of AHRQ offices and centers.

Supporting this mission are six specific objectives for children’s health research:

1) Contribute to new knowledge about child health services

2) Create tools and nourish talent to strengthen the knowledge base in child health
services

3) Translate new knowledge into practice

4) Improve communication with stakeholders in child health

3 http://www.ahrq.gov/about/cj2003/cjweb03. htm#mission
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5) Include children and child health care in all AHRQ-supported research, as
scientifically and ethically appropriate

6) Balance the ARHQ research portfolio to represent a broader range of children and
child health care.

The first three areas follow the Agency's general research mission. The second three are
specific to child health and cut across the research cycle and the Agency's three strategic goals®.
The rest of the strategic plan outlines these goals and their related objectives in greater detail.
The strategic plan ends with an overview of partnerships, a significant element for achieving

AHRQ’s goals in child health (AHRQ Strategic Plan, 1999).

In addition to funding extramural and intramural research, AHRQ children’s health
activities include the development of child-specific databases (e.g. the HCUP Kids Inpatient
Database), tools for measuring quality, evidence reports, liaison with and contributions to other

entities both within and beyond DHHS, a list-serve, and the child health scholar program.

Context

An evaluation of AHRQ’s children’s health activities must be placed within the
appropriate context. In this vein, we note that AHRQ was originally conceived by Congress as a
mechanism to reduce the Medicare budget - so child health has been an evolving adjunct to the
Agency’s basic raison d'etre. Far fewer federal resources are available for children's health care,
and consequently there are fewer efforts regarding quality, safety, efficiency, and effectiveness
of child health care. When it comes to quality and safety, the focus in HHS has been on
improving quality and increasing efficiency for the Medicare population, and on HIT as a
mechanism for quality improvement. And Congress has increasingly prescribed specific funding
initiatives for the Agency, such as HIT and patient safety — areas in which there are more adult-

and elderly-focused researchers working versus child-focused researchers.

* We note that the Agency’s strategic plan, both overall and for children, has not been updated to reflect its new
mission statement.
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Program evaluation and performance review

The AHRQ approach to funding research, development, and demonstration projects is
based on the concept of “the research pipeline” in which funded activities collectively build the
infrastructure, tools, and knowledge base necessary for practice improvements. This pipeline
brings together a mix of projects covering important aspects of children’s health research and is
fueled through a cycle of iterative research involving the steps of needs assessment, knowledge
generation, dissemination of knowledge to practitioners, evaluation of field experience and

outcomes from the new techniques, and feedback to start a new cycle (AHRQ, 2002).

AHRQ includes measures of its performance in improving child health care as part of its
own performance measurement strategy. In 2003, the Agency revised its Government
Performance Results Act (GPRA) framework for research on health care costs, quality, and
outcomes to address three strategic goals: 1) To have measurable improvements in the quality,
safety, and outcomes of healthcare for Americans; 2) To develop the evidence base for
policymakers and health systems to use in making decisions about what services to pay for, how
to structure these services, and how these services are accessed; and 3) To build capacity for
improving the quality of health care delivery through research and training. Indicators of
AHRQ’s performance in meeting the first goal include a 5 percent reduction in the rate of
hospitalizations for pediatric asthma in persons under age 18 and a 5 percent reduction in the

number of premature babies who develop Respiratory Distress Syndrome.”

In 2002, the Office of Management and Budget developed the Program Assessment
Rating Tool (PART) to implement the GPRA process. This 30-item questionnaire is to be used
to assess the quality of every federal program’s design, goals, management and results to
determine effectiveness. Over a five-year period, OMB expects to assess every federal program
to ensure each is establishing an aggressive action plan for improvement. The PART evaluation
covers four critical areas of assessment—purpose and design, strategic planning, management,
and results and accountability. The first set of questions gauges whether the program’s design
and purpose are clear and defensible. The second section involves strategic planning, and

weighs whether the agency sets valid annual and long-term goals for programs. The third section

> www.ahrq.gov/about/gpra2004/gpra2004.pdf
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rates agency management of programs, including financial oversight and program improvement

efforts. The fourth set of questions focuses on results that programs can report with accuracy

and consistency.® Although not designed to answer these questions directly, this evaluation

should provide information useful to the Agency in preparing future PART assessments.

Evaluation framework

"What we really want to get at is not how many reports have been done, but

how many people's lives are being bettered by what has been accomplished. In

other words, is it being used, is it being followed, is it actually being given to

patients?... [W]hat effect is it having on people?”

Congressman John Porter, 1998, Chairman, House Appropriations

Subcommittee on Labor, HHS, and Education

The primary objectives of the evaluation, as specified in the RFTO were to:

1.

Measure and assess to what extent the Agency contributed new knowledge as a result

of its funding of children’s health research (extramural and intramural) and

disseminated and/or translated effectively its findings to meet AHRQ’s strategic
objectives of improving the safety, quality, effectiveness, and efficiency of health

care as well as wider DHHS strategic objectives;

Measure and assess to what extent AHRQ’s children’s health care activities, i.e., its
research findings, meetings, conference support, products, tools, etc., improved clinical
practice and health care outcomes and influenced heath care policies over the past fifteen
years;

Measure and assess AHRQ’s financial and staff support for children’s health research as
well as Agency internal handling of children’s health grants, contracts and intramural
activities research with/among other AHRQ programs, portfolios and activities and other

DHHS and federal agency efforts;

6
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4. Measure and assess to what extent the Agency succeeded in involving children’s health
care stakeholders and/or creating partnerships to fund and disseminate key child health

activities.

Evaluating the impact of research programs is challenging.” Research programs are
characterized by high levels of uncertainty, long time horizons, and indirect and complex causal
paths between inputs and impact. Further, the research funder plays only one of the many roles
(e.g. knowledge developer, users, other stakeholders) in the collective that produces knowledge
and improvement. In order to measure and assess the success of a research program, one must
ask what program performance means under these circumstances, and how it might be measured.
As ‘the Porter Question’ above, indicates, a key measure of the impact of a research program is

the “effect [it is] having on people.”

Numerous conceptual models for evaluating research have been developed. RAND drew
from these models, as well as from our experience with relevant research, demonstrations, and
evaluations, to develop a conceptual framework to structure our design for the proposed

evaluation.

One way to evaluate a research portfolio is by describing the mix of investments over
time, in terms of grants funded, and the scientific output of this investment in the form of articles
in the peer-reviewed literature. This approach yields an overview of the research portfolio in
terms of inputs and outputs, and is useful for evaluating the degree to which a research portfolio
matches strategic plans. Accordingly, we examined research activities and publications over

time and according to AHRQ strategic plans.

Impact on Impact on
Health Care Clinical
Peer- Outcomes Practice
Funded » reviewed >
Activities articles Impact on Research
Policies Findings

" We note that while our charge was to examine child health activities broadly speaking, AHRQ is primarily a
research organization and, thus, the framework of evaluating research programs applies here.
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A more detailed analysis, however, is also possible. That is, research findings (in the
form of articles in the peer-reviewed literature) can be categorized according to their potential
impact in various spheres. An example of such a categorization scheme is that developed by
AHRQ staff to assess the impact of AHRQ’s funding for outcomes and effectiveness research
(Stryer, Tunis et al. 2000). According to this framework, publications derived from AHRQ-
sponsored activities may have four possible types of impact: those that are contributions to the
health care knowledge base that result from foundational studies to identify problems, generate
hypotheses, establish the effectiveness of interventions and develop new tools to explore these
problems; those in which a policy or program was created or modified as a result of the finding;
those in which patterns of care or clinician or patient behavior changed as a result of a finding; or
those that improve health care outcomes. With this in mind, our approach includes an analysis of
the potential impacts of publications derived from AHRQ-sponsored activities (illustrated

above).

A second way of evaluating a research portfolio is based on the idea that the distribution
of the impact of research activities (or in this case, ARHQ-sponsored child health activities) is
highly skewed. That is, only a small fraction of child health activities produce important
research findings or result in demonstrable changes in policies, clinical practice, or health care
outcomes. On the assumption that an examination of such key child health activities can
generate rich detail about the processes by which activities contribute to the realization of a
variety of valued outcomes and impacts, we have identified a small subset of high-impact
activities (individual activities or groups of related activities) and examined them in-depth.
Thus, the second component of our conceptual framework is to develop in-depth case studies of
high-impact activities to describe the factors most important in bringing about these impacts

(illustrated below).

Finally, given that a wide range of actors — including funders, scientists, policymakers,
clinicians, and families — are involved in translating research findings into practice, it is
imperative to consider the points of view of a variety of relevant stakeholders when assessing the
impact of AHRQ’s children’s health care activities on policies, clinical practice, or health care

outcomes. Additionally, it is important to understand the ways that AHRQ partners with other
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stakeholders. Thus, the third main component of our conceptual framework is to use key
stakeholder interviews to assess the impact of AHRQ’s research products and other children’s

health activities from the perspective of the users of these products and other interested parties.

Case Study

Case Study

Studies

Impact

Given this conceptual framework and the primary purposes of the evaluation as specified
by the RFTO, we approached the evaluation in the following manner. To address evaluation
objectives 1 and 3, we used existing documentation to describe the full range of children’s health
research and activities that the Agency funded, and bibliometric techniques to describe the
development of new knowledge and its dissemination through publication in peer-reviewed
journals. We supplemented this with key stakeholder interviews of AHRQ staff and others. To
address evaluation objective 2, we used an approach similar to Stryer and colleagues (2000) to
categorize the products of funded research projects (articles in peer-reviewed journals) according
to the four levels of impact. We also went beyond these data, identifying high-value products
(through final grant reports, review of documents from the Impact Case Studies Program, and
key informant interviews) and studied these cases in-depth by interviewing the PI, Agency staff,
and other stakeholders such as policy makers, clinicians, or patients. High-value products
identified in conjunction with the Task Order Officer (TOO) and the Senior Advisor on Child
Health represent activities or groups of activities that were judged by a variety of stakeholders to
be ‘successful.” We constructed these interviews to enable us to determine how the research
findings led to improvements and what role(s) AHRQ played in this process. To address
evaluation objective 4, we used key stakeholder interviews to gather a variety of perspectives on

AHRQ’s efforts in partnering with others around children’s health.
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Structure of this report

In Chapter 2, we describe the methods used to develop the database of activities and
publications as well as the case studies and key informant interviews. In Chapter 3, we present
the results of our analyses, organized by primary objective. In Chapter 4, we conclude with a

summary of findings and discussion.

10
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CHAPTER 2: METHODS

Our methods consisted of four parts: 1) We developed a database of child health activities
(including extramural research, intramural research, conferences, meetings, workshops, training
grants, and centers); 2) We identified publications derived from and the funding associated with
these activities; 3) We sorted the activities into categories and coded the resulting publications
according to potential impact, determined the number of times the publication had been cited,
and recorded the impact factor of the journal in which the publication had appeared; and 4) We
identified case studies and interviewed individuals associated with these case studies along with

key stakeholders. We describe each of these in turn.

Developing the database of child health activities

There was no single database that contained all or only children’s health activities for the
entire time period under study. As a consequence, we developed a strategy that used all

available sources to assemble the comprehensive list. This list is included as Appendix A.*

External activities

To identify external AHRQ funded activities related to children’s health for the period of
1990 to 2005, we searched the following sources:

1. AHRQ website, specific populations, child and adolescent health’,
a. Funded projects, New Starts 1996-2005 pages'®. Total of 361 external activities
identified.
b. Conference and Workshops links. 12 activities identified, 1 of which also
identified in New Starts — 11 additional external activities.
c. Child Health Insurance Research Initiative (CHIRI) page''. 9 activities

identified, 8 of which also identified in New Starts — 1 additional external activity.

¥ This list does not include the liaison and other activities of AHRQ staff and contract work reflected in products on
the AHRQ website.

? http://www.ahrq.gov/child/

1% http://www.ahrq.gov/child/fundprj.htm

" http://www.ahrq.gov/chiri/
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d. State Children’s Health Insurance Program (SCHIP) page'?. 4 activities
identified, none of which identified through New Starts — 4 additional external
activities.

e. Information technology and children’s healthcare (IT) page'”. 8 activities
identified, 6 of which identified through New Starts — 2 additional external

activities.

2. GOLD (which covers 1999-2006), child subcategory. Total of 141 activities
identified. 6 were duplicates and 117 were identical to activities identified in search 1, leaving

18 additional external activities.

3. GOLD external research abstracts using “child” or “adolescent” or “infant” or
“pediatric” as keywords. 237 activities identified. 178 had already been identified through

search 1 or 2, leaving 59 additional external activities.

As the public sources did not have information regarding external activities prior to 1996,
we had AHRQ search an internal database, Agency Management Information System (AMIS)
using the keywords “adolescent” or “child” or “infant” or “pediatric.” This search identified 362
external activities for the period of 1990-2004. 247 activities had already been identified

through searches 1-3, leaving 114 additional external activities.

After identifying a total of 570 unique external activities related to children’s health, we

applied the following criteria:

a. Include if: 1) The activity has as one of its primary focuses child or adolescent
health; ii) The activity includes both children and adults in its target population and involves a
topic that directly affects child or adolescent health (i.e., asthma or diabetes); or iii) The activity

is related to pregnancy, pre-natal care or obstetrics.

2 http://www.ahrq.gov/child/schip.htm
" http://www.ahrq.gov/child/hitchild.htm
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b. Exclude if: 1) The activity is related to parents of children under 18 but includes
no direct study of impact on children; ii) The activity is only tangentially related to children’s
health (children mentioned in the abstract but not really a focus of the study or a part of the target
population); iii) The activity is related to fertility; iv) The activity had nothing to do with

children.

Initially, one researcher reviewed all 570 external activities using the foregoing criteria,
identifying those activities to be excluded. All the excluded external activities were then
independently reviewed by another researcher using the same criteria. The discrepancies

between the two reviewers were resolved through a discussion with the entire project team.

Using these criteria and methods, we excluded 56 activities as set forth in Table 1. After
the exclusions, we were left with 514 unique, includable external activities. We grouped these
activities into 6 different categories: external research (407 activities), contracts (8 activities),
EPC related activities (18 activities), APA support (16 activities), conferences, meetings,

workshops, trainings (60 activities), and centers (5 activities).

Intramural activities

The only source of information we could locate for activities by AHRQ staff was in
GOLD, which is a relatively new database that covers the time period of 1999-2006. Searching
the AHRQ staff research abstracts using the keywords “child” or “adolescent” or “infant” or
“pediatric,” we identified a total of 27 unique activities. Using the same criteria as applied to the
external activities, we included 24 and excluded 3 (activities not substantially related to

children’s health (2); activities only tangentially related to children’s health (1)).

Identifying associated publications
External activities

After identifying external activities, we searched for publications or reports related to the
222 activities initiated from 1996 to 2002. Prior to 1996, our list of activities was not

comprehensive as our only source of information was the AHRQ internal AMIS database (as

13
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opposed to 1996 and after, where we cross-referenced activities from several sources, including
the AHRQ website, GOLD and AMIS). We also did not search for publications from projects
initiated after 2002, since it would be unrealistic to expect these projects to have published all

potential manuscripts by the time of our study.

For the external research activities funded during 1996-2002, we had originally proposed
to search PubMed by grant number. During the course of this evaluation, however, we
discovered that AHRQ grant numbers are not consistently reported in PubMed. As a result, we
used a somewhat less precise method for identifying publications. We searched PubMed and
Web of Science using PI name (last name and first letter of first name — smith j* [au]) and
keywords from the activity description, restricting searches to the dates after which the activity
was funded. After publications were identified, we reviewed the publications for grant numbers.
If the publication had a grant number listed, it was included if it matched the activity grant
number and the publication appeared from the abstract to be related to children’s health, and it
was excluded if it did not match the activity grant number. For those publications that did not
have a grant number listed, we compared the publication abstract with the activity description
and included the publication if it seemed substantially related to the activity and children’s
health. After the keyword search, we conducted an additional PubMed search using the PI name
combined with a generic AHRQ grant number search (smith j* [au] AND hs* [gr]). If there
were any additional publications that had a matching grant number and were related to children’s

health, they were included.

From the foregoing searches, we were unable to identify any publications for 46 of the
222 External Research Activities funded during 1996-2002. For these activities, we worked with
an AHRQ librarian who also searched, but she ultimately did not find any additional

publications.
For the activities listed as contracts, Evidence-based Practice Centers (EPC) related

activities, Ambulatory Pediatrics Association (APA) support, conference, meetings, workshops,

training, and centers, we used the search engine on the AHRQ web site to find relevant

14
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publications. We searched by grant number (if available) and principal investigator to identify

publications from these activities.

Intramural activities

Given the relatively limited information we had about internal children’s health activities,
we felt it would be more productive and comprehensive to elicit relevant publications from
AHRAQ researchers. The Senior Advisor on Child Health, Denise Dougherty, sent an e-mail to
all AHRQ staff asking that they identify their publications relating to children’s health.

Within AHRQ), intramural research regarding children’s health is generally done in either
the Center for Financing, Access and Cost Trends (CFACT) or the Center for Delivery,
Organization & Markets (CDOM). Jessica Banthin, who works in CFACT, provided a list of
child health publications for the period of 1990-2004 for CFACT researchers, which was
compiled from a survey of CFACT researchers. Additionally, two other CFACT researchers,
Chad Meyerhoefer and Samuel Zuevekas, provided a list of their relevant publications, none of
which had been included in the CFACT list. From these sources, a total of 54 publications were

identified.

For CDOM, we only received a response from two researchers. Anne Elixhauser
identified 8 publications, 3 of which were also identified in the CFACT list. Cindy Brach, the
CDOM researcher who led the CHIRI project, referred us to the AHRQ CHIRI webpage for her
publications related to the CHIRI project. But the publications listed on which Ms. Brach was a
co-author had already been identified through the external publication search. To avoid double
counting, we did not include them in the list of intramural publications. In an attempt to locate
additional CDOM publications, we spoke with Carol Stocks, who maintains a list of publications
related to the Healthcare Utilization Project, but she stated that most of those publications were
from external research projects. And she was unable to identify any additional CDOM
intramural research publications or sources. We also reviewed the AHRQ webpage for
publications by CDOM which identified an additional 17 publications, although we were told by

AHRQ employees that the webpage was not comprehensive or completely up to date. Denise

15
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Dougherty identified 9 additional publications. Finally, the AHRQ librarian assisted with the

search and identified an additional 92 internal publications.

In sum, we identified a total of 177 publications resulting from intramural research on
children’s health: 51 from CFACT, 22 from CDOM, 3 jointly from CFACT and CDOM, 9 from
Denise Dougherty and 92 from the AHRQ librarian.

Determining funding

Once all of the relevant grant awards were identified, the funding detail for each of the
grant awards was extracted from the RaDiUS Database'* using the award numbers to match the
records. Since the RaDiUS Database was created in FY 1993, it does not contain any
information grant activities that occurred prior to that year. And, because information on the
grant awards made by the Federal Government in the final quarter of FY 2005 had not yet been
officially released by the Federal Government at the time of this analysis, FY 2004 is the most
recent year for which complete information on such activities is available in RaDiUS. Working
within these parameters, the federal funds obligated to the relevant grant awards from 1993

through 2004 were extracted by fiscal year from RaDiUS and provided to the team for analysis.

As a cross-reference, we compared these numbers to the funding listed in the AMIS
database. In many cases, the numbers matched. If the two numbers differed, we used the higher
number as the best estimate of the total grant funding. For those activities for which funding was
not identified through RaDiUS or AMIS, we used the search engine on the AHRQ web site to
find information on grant awards. We searched by grant number (if available) and principal

investigator for mentions of grant awards and amounts.

Categorizing activities and coding publications.
Categorizing activities

We categorized each activity according to three different schemes: AHRQ strategic

goals, AHRQ children’s health plan strategic goals and AHRQ portfolios of work. In Chapter 3,

' https://radius.rand.org
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we describe each categorization scheme and the distribution, within each, of activities, funding,
and publications. We categorized publications based on the activity from which they were
derived. Intramural publications were not assigned to categories because the list of publications
was developed separately from the list of internal activities. We were not able to link the internal

publications identified through our sources to specific activities in a systematic way.

Coding publications

We sorted publications according to a scheme based on Stryer’s four types of impact.

Stryer’s four categories for outcomes research were:

1. Studies that identify problems, generate hypotheses, establish the effectiveness of
interventions, and develop new tools to explore these problems.

2. Studies in which a policy or program is created as a result of the research.

3. Studies in which there is a documented change in what clinicians or patients do.

4. Studies that result in changes in health outcomes.

We modified these categories by broadening the inclusion criteria to include studies that
had potential for impact, in addition to studies showing actual impact, for two reasons. First,
AHRQ’s external research on children’s health includes types besides outcomes research, which
was the focus of the Stryer analysis. Second, as most policy researchers and evaluators of
research programs understand, there is not a direct and linear relationship between a particular
research finding and a particular policy or clinical change. Our categories and their description

are as follows:

1. Research Findings: Studies that identify or describe problems, generate hypotheses,
present frameworks or conceptual models, or develop tools for methods or

measurement.
2. Policy Impact: Research with clear policy implications or that examines the effects

of policy or policy changes. This research goes beyond describing a problem that

could be amenable to policy; rather, it shows the implications of a specific policy,
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shows differences between policy choices, or evaluates the consequences of policy.
Research showing that uninsured children have less access to care would be category
1, whereas research showing that SCHIP enrollees got more access to care compared
to the year prior to enrollment or research comparing access to care for children

enrolled in SCHIP from different States would be category 2.

3. Clinical Impact: Research describing interventions that influence practice or that are
aimed at influencing clinical practice (measuring or improving practice); or research
developing or demonstrating tools for clinical use. This research goes beyond
describing problems in clinical practice or the development of tools for clinical
practice. Rather, it evaluates clinical behavior, demonstrates changes in clinical
behavior, or demonstrates the use of tools in a clinical setting. This research
addresses how to get clinicians to adhere to evidence-based practice. Research
describing quality measures would be in category 1, whereas research comparing
providers or health care systems with these quality measures, or showing how

particular interventions affected scores on the measures would be category 3.

4. Outcomes Impact: Research determining which clinical or health behaviors affect
health outcomes, describing the effect of an intervention on health outcomes, or
aimed at influencing health outcomes. Research describing measures of health status
would be category 1. Research evaluating an intervention designed to improve health
status would be category 3 if there was no effect of the intervention and category 4 if
the intervention showed an effect. Research establishing a link between a policy or

practice and outcomes is category 4.

Publications were categorized based on their titles and abstracts. We did not view the full
text of the articles. Publications for which an abstract was not available in PubMed were not

categorized."

1> We identified a total of 627 publications from external activities funded from 1996-2002. Of these, 601 had an
abstract available from PubMed or Web of Science.
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In judging publications, we privileged the results, rather than the implications of the
research. That is, a publication describing problematic attitudes of clinicians towards medication
error reporting would be category 1 despite the clear implications that a) policies encouraging
reporting are necessary and b) medical errors impact both clinical practice and health outcomes.
In order to be category 2, the publication would have to examine, for example, the impact of a
no-fault reporting policy on number of error reports. To be category 3, the publication could
examine the effect of a tool to flag possible drug interactions on the number of prescriptions
corrected. To be category 4, the publication would, for example, show the relationship between
medical errors and mortality or morbidity or how an error-reduction intervention shortened
length of stay or reduced complication rates. Two researchers coded the publications

independently, with discrepancies resolved via consensus.

We also recorded bibliometric characteristics. We recorded the number of times each
publication had been cited, as reported in ISI Web of Science’s Science Citation Index-Expanded
and Social Science Citation Index. We did not correct for self-citation. We recorded the impact
factor of the journals in which the articles had been published. The journal impact factor is the
average number of times articles from the journal published in the past two years have been cited
in the Journal Citation Reports year. The impact factor is calculated by dividing the number of
citations in the current year by the total number of articles published in the two previous years.
An impact factor of 1.0 means that, on average, the articles published one or two years ago have
been cited one time. An impact factor of 2.0 means that, on average, the articles published one

or two year ago were cited two times.

Because publications were assigned to categories within the categorization schemes
based on the activities from which they were derived, we did not categorize internal publications
according to these categorization schemes. Therefore, descriptive analyses for the Stryer
categories, citations, and impact factor included the intramural publications only for the overall
analysis. We excluded intramural publications when examining Stryer categories, citations, and

impact factors by categorization scheme.
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Case studies and key informant interviews

We used qualitative methods to better understand the processes by which ARHQ and
AHRQ personnel contribute to impact, the perspectives of other stakeholders, and to understand
the impact of other children’s health activities. We developed case studies of high impact child
health activities through reviewing existing documentation and interviewing individuals involved
in these cases. We supplemented these case studies with key stakeholder interviews of AHRQ
staff and others to assess the impact of AHRQ’s research products and other children’s health
activities from the perspective of AHRQ staff, the users of these products and other interested

parties.

As mentioned above, these case studies were designed to gain in-depth understanding of

high-impact activities (or groups of activities) and how this impact was achieved.

Key stakeholder interviews were designed to elicit the views of individuals who may or
may not have been directly involved in the impact cases, but whose perspective is of particular
interest, either because of their experiences with AHRQ, their current or former roles, or their

ability to represent the perspective of an important group of stakeholders.

Potential cases were identified by the research team through interviews with AHRQ staff,
the Impact Case Studies Program'®, and the data we collected on projects funded and
manuscripts produced. We originally identified three case studies: State Children’s Health
Insurance Program (SCHIP) /Children’s Health Insurance Research Initiative (CHIRI); Asthma
and attention-deficit hyperactivity disorder (ADHD): Moving evidence to practice; and Quality
Improvement. However, on further consultation with the TOO and the Senior Advisor on Child
Health, it was determined that the second two case studies could be thought of in combination.
Thus, our cases studies were SCHIP/CHIRI and Translating Research Into Practice
(TRIP)/Quality Improvement in asthma and ADHD. For the case studies, we considered a body
of work (including externally funded research grants, intramural research, conferences, tools,
evidence-based reviews, partnering with other organizations, and dissemination) rather than an

individual research project to be the ‘case.’

' http://www.ahrq.gov/research/jan02/0102RA22.htm
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We developed a semi-structured interview protocol to serve both the case studies and the
key stakeholder interviews. The interview protocol was designed to assess a) whether and to
what extent AHRQ’s children’s health activities (research, meetings, conference support,
products, tools, etc.) had an impact on policy, clinical processes, or health care outcomes; b)
Which processes influenced these activities’ impact; ¢) The ways in which AHRQ staff
contributed to the impact of these activities; and d) The ways in which structural or
organizational characteristics of AHRQ contributed to the impact of these activities.
Additionally, interviews with AHRQ staff included the following topics: how AHRQ
transmits/communicates its evidence-based, quality/safety philosophy and whether outside
entities (including other federal agencies) respond or incorporate AHRQ's work; how much the
Agency is asked for advice/input; how much that advice/input is valued; and how much support
the AHRQ CHAG and others working on child health issues full or part-time get to focus on
child health. The interview protocol was finalized in consultation with the TOO and the Senior
Advisor on Children’s Health. Interview topics, organized by Primary Objective, are shown in

Table 2. The interview protocol is attached as Appendix B.

Key stakeholders were selected in consultation with the TOO and the Senior Advisor on
Children’s Health, from the following groups: AHRQ staff, clinical stakeholders (such as
members of the Children’s Health Accountability Initiative (CHAI), the National Initiative for
Children’s Health Care Quality (NICHQ), and the American Academy of Pediatrics (AAP)),
policy stakeholders such as the National Association of Children’s Hospitals and Related
Institutions (NACHRI) and others, patient/family stakeholders (such as Family Voices, Parent to
Parent), and other funders traditionally interested in children’s health (such as the David and
Lucille Packard Foundation, the Commonwealth Fund, the Robert Wood Johnson Foundation).
All those contacted consented to be interviewed. Given that the interviews were semi-structured
and adapted to the particular case or stakeholder, we did not ask the same questions of more than

9 individuals.
Data for both the key stakeholder interviews and the in-depth case study were in the form

of interview notes. These were summarized in text matrices across groups where comparable

questions are asked. From these raw data matrices, we identified emerging topics and themes.
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Reports describing qualitative findings focus on content themes and utilize representative

respondent quotes to illustrate key findings.

Data analysis

We performed descriptive analyses to address Primary Objectives 1 and 3. For Primary
Objective 2, we performed both descriptive and inferential analyses. We used One-Way
ANOVAS to assess the statistical significance of mean Stryer codes, numbers of citations, and

impact scores across the various categorization schemes.
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CHAPTER 3: RESULTS
Primary Objectives 1 and 3

Primary Objective 1 was to measure and assess to what extent the Agency contributed
new knowledge as a result of its funding for children’s health research (extramural and
intramural) and disseminated and/or translated effectively its findings to meet AHRQ’s strategic
objectives of improving the safety, quality, effectiveness and efficiency of health care as well as
wider DHHS strategic objectives. Primary Objective 3 was to measure and assess AHRQ’s
financial and staff support for children’s health research as well as Agency internal handling of
children’s health grants, contracts and intramural activities research with/among other AHRQ

programs, portfolios and activities and other DHHS and federal agency efforts.

To address these objectives, we examined the number of activities, level of funding, and
articles produced. We first describe these over time, then by AHRQ Strategic Goal, by AHRQ
Children’s Health Strategic Goal, and by AHRQ Portfolios of Work. We also report the views of
key informants with respect to Objective 3. All of the tables cited in this section appear in Appendix
C.

Children’s health activities over time
Number of activities

Using the methods described in the preceding section, we identified a total of 514
external activities related to children’s health. These included grants or contracts for specific
research projects in addition to grants for conferences, meetings, workshops and centers.
Looking at the number of activities across a 16 year time period shows the variation across time
that reflects changes in priorities, staff and funding (Table 3). We then looked at the distribution
of external activities across different time periods: 1990-1995, 1996-1998, 1999-2002 and 2003-
2005 (Table 4). We somewhat arbitrarily divided the time periods based on events of importance
for children’s health at the Agency. For example, 1996 was the year that Lisa Simpson was
appointed Deputy Director, 1999 was the year the Agency was reauthorized as AHRQ, and 2002
was the year Lisa Simpson left the Agency. AHRQ funded an average of about 14 external

activities from 1990 through 1995. The average rose slightly to 18 external activities per year in
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the period of 1996-1998. Starting in 1999 (the year in which the Agency for Health Care
Research and Policy was reauthorized as AHRQ) and lasting through 2002 the average rose

substantially to 64. AHRQ funded an average of just over 39 external activities per year from

2003 to 2005.

Figure 1 shows the total number of external activities by year with the average for the
time period noted by the dashed line. Even within the time periods, there was considerable
variation from year to year in the number of external activities funded in a particular year.
Nonetheless, and notwithstanding the relative decrease in the last time period, the number of

external activities rose considerably over the time period studied.

Funding for activities

As described in the preceding section, we obtained funding information for 426 of the
514 external activities. We were unable to find funding information for most of the activities
initially funded in 2005, for those related to the evidence based practice centers, for contract
work and for a few others of the external research activities. Excluding these, we identified more
than $350 million for external research and activities related to children between 1990 and 2005.
The total funding for this subset of the external activities across the 1990 to 2005 time period
ranges from less than $5 million per year to more than $55 million per year (Figure 2). Looking
at the total funding across the time periods of interest, the majority (59%) of the funding for
occurred between 1999 and 2002 (Table 5).

Given the variation in the number of activities per year, we also examined the average
funding per external activity over the life of the grant by the initial funding year (Figure 3).
Overall, the funding varied from $10,000 for faculty development awards or capacity building
grants to more than $5 million for different quality, patient safety and HIT activities like CAHPS
or CERTS. From 1990 to 1993 the average award rose from close to $400,000 to over $600,000
before dropping back to around the 1990 level by 1995. In 1996, the average funding per
external activity rose markedly to over $900,000 before a sharp decline in 1997 to just over

$200,000. The average award approached $1 million in 1998 before going over in 1999. By
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2005, the average award had stabilized somewhat at just under $1 million. The variation in the

average award reflects the start of different initiatives such as CHIRI.

We also examined the external activities related to children as a percentage of the total
AHRQ budget (Figure 4). Using information from AHRQ budget justification documents found
on the AHRQ web site, we found the total funding for the AHRQ Research on Health Costs,
Quality and Outcomes program during the time period of interest'’. Starting in 1999, we used
the total from this program since it corresponded to the budget information we had for the 1990
to 1998 time period. Figure 4 shows the percentage of the total AHRQ budget for the Health
Costs, Quality and Outcomes program for the external activities related to children. Between
1990 and 1995 external activities related to children averaged just 6 percent of the AHRQ
budget. The percentage rose somewhat to an average of 9 percent between 1996 and 1998.
Again, the 1999 to 2002 time period shows dramatic changes with the average percentage of
external activities related to children rising all the way to 28 percent of the AHRQ budget. From
2003 to 2005 the average fell again to 9 percent of the AHRQ budget. Note that the child health
activities are categorized by first year of funding, which the overall AHRQ budget in any year

includes projects that started at some time in the past, so the comparison is only approximate.

Overall, the funding analyses shows that the amount of funding and average awards for
external activities related to children rose during the time period, but that there was no actual
increase in the percent of the total AHRQ budget dedicated to these activities because the AHRQ

budget increased at a similar pace.

Publications

Recognizing that the research projects take several years to complete and that
publications often lag behind, we focused our publications analysis on external research projects
that were funded from 1996 through 2002. Our bibliometric search (described in section 2)
identified a total of 749 publications from the 258 AHRQ children’s health activities funded

'7 Appropriation History Table. February 1998. Rockville, MD: Agency for Health Care Policy and Research.
http://www.ahrq.gov/about/cj1999/apphis99.htm; Justification for Budget Estimates for Appropriations Committees,
Fiscal Year 2005. February 2004. Agency for Healthcare Research and Quality, Rockville, MD.
http://www.ahrq.gov/about/cj2005/cjweb05.htm.
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between 1996 and 2002'®. We first looked at the distribution of these publications by the initial
funding year of the grants (Table 6). Since the number of activities varied from year to year, we
also calculated the average number of publications per activity for each year. The activities
funded in 1996 averaged 3.6 publications per project. The average fell in 1997 and 1998 before
rising substantially in 1999 to an average of 4.4 publications per project. The pace of
publications fell again in 2000 to an average of 3.4 per activity. While projects funded in 2001
and 2002 averaged less than two publications per project, the lower numbers likely reflect the
time needed for research and publication rather than the productivity of the activities per se.
Over the time period examined, the external activities related to children’s health averaged

almost three publications per activity.

AHRQ strategic goals

We categorized the external activities using three different typologies: AHRQ strategic
goals, AHRQ children’s health strategic plan goals, and AHRQ portfolios of work. For the
AHRQ strategic goals we looked at the Strategic Plan released in 1998" and the FY 2006
Budget Justification”. Both documents lay out strategic goals for the agency (Table 7). AHRQ
developed the three Strategic Plan goals to carry out its mission. In developing the Budget
Justification goals, AHRQ looked across its entire research portfolio and created categories to
describe different groups of activities. The first three of these goals have been in place since the
FY 2000 budget justification. The fourth goal was added in the FY 2005 budget justification.
We have not included the fourth goal in our categorization scheme since it relates to AHRQ’s

internal processes.

We combined these two sets of strategic goals into a single set of five AHRQ strategic
goals. Table 7 shows how the two sets of goals map into the consolidated set of AHRQ strategic

goals. Since both sets had a goal related to access we grouped those together. Otherwise we

'8 The total number of activities in the publications analysis excludes those external activities listed as conferences,
meetings, workshops, trainings or centers since these were not designed to produce publications in the peer-
reviewed literature.

' AHCPR Strategic Plan. December 1998. Agency for Health Care Policy and Research, Rockville, MD.
http://www.ahrq.gov/about/stratpln.htm

2 Fiscal Year 2006 Agency for Healthcare Research and Quality Performance Budget Submission for Congressional
Justification http://www.ahrq.gov/about/cj2006/cj2006.pdf
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included the other goals from each set separately. We then looked at how the external activities
distribute across these strategic goal categories (Table 8). Overall, over one-half of the activities
(52%) fall into the area of supporting improvements in health outcomes. This category includes
a wide variety of grants on the causes and effects of specific medical conditions, risk factors and
characteristics of those with specific medical conditions, and patient behaviors. This category
also includes research on the effectiveness of interventions and establishing an evidence base in a
particular area. Research activities that examined disparities in outcomes related to
race/ethnicity, income level, location or risk status were also included in this category. We
classified activities related to developing curricula, tools, decision aids or guidelines in this
strategic plan area. Training related activities such as fellowships, faculty research programs and

research collaborations also fell into this category.

One-quarter of the external activities related to health care utilization and access to care.
These included research on utilization and cost effectiveness of SCHIP, Medicaid, and HMOs.
Ten percent of the external activities related to technology and the development of information
systems, including studies on medical informatics, electronic interfaces, telemedicine, electronic
medical records and other health information technology projects. Another 11 percent of the
projects focused on patient safety, including research on medical errors and quality of care. Just
two percent of the activities focused on strengthening quality measurement and quality

improvement.

Over time, the distribution of activities across these strategic goals shifted in some cases
by substantial amounts. The proportion of activities related to improving health outcomes
declined from 63 percent during 1990-1995 to 38 percent for the 2003-2005 time period. Over
that same period, the percentage of external activities focused on improving access, appropriate
use and efficiency declined from 37 percent to 13 percent. The relative emphasis on health
information technology and data driven projects increased from zero to 31 percent of external
activities. A similar pattern emerges when looking at the safety goal, where the percentage rose

from 8 percent to 18 percent over time.
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We also looked at the how the funding was distributed across the AHRQ Strategic Goals
(Table 9). Among the subset of external activities with available information on funding, 40
percent of the total funding went to projects aimed at improving health outcomes. Nearly one-
quarter (24%) of the total funded projects went to promote patient safety. Another 21 percent of
the total funding went toward external activities to improve access, appropriate use, efficiency
and costs. Overall, the funding for activities on data and health information technology
represented 13 percent of the total, including studies on database development, medical
informatics, telemedicine, electronic medical records and other health information technology
projects. Relatively little (1%) of the total funding went toward activities for quality

measurement and improvement.

When comparing the distributions of funding and activities across the AHRQ Strategic
Goals, we see that relatively more funding went to promoting safety (24% of funding v. 11% of
activities) and less to improving health outcomes (40% of funding v. 52% of activities). These
differences presumably reflect both the higher average costs of safety projects, and the increase
in the average cost of projects over time (see Figure 2), since these categories were more

prominent later in the period.

We categorized each publication using the different categorization schemes by assigning
the publication to the category of the external activity from which it derived (Table 10). More
than one-half of the publications (54%) describe efforts to improve health outcomes. Nearly
one-third of the publications (31%) relate to the goal of improving access, appropriate use and
efficiency. Ten percent of the publications from external activities involve promoting patient
safety. Relatively few of the publications fall into the strategic goal categories on using data to
make informed decisions (3%) and strengthening quality measurement and improvement (2%).
Overall, the distribution of publications across the AHRQ strategic goal areas tracks closely the
distribution of the activities across these areas. There were somewhat more publications than
activities on improving access to care and efficiency (31% v. 25%) and fewer publications on

health information technology and data use (3% v. 10%).
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Looking at the analyses by AHRQ strategic goals more broadly, we see that the majority
of activities fit into the categories intended to “improve health outcomes” and “improve access,
appropriate use and efficiency and reduce costs.” Over time, however, the proportion of
activities addressing these two strategic goals decreased from 100 percent of the children’s
health activities to 51 percent. The number of activities addressing the strategic goals related to
safety and health information technology together make up 22 percent of the entire portfolio, but
have increased from 0 to 49 percent over time. The overall funding picture for the AHRQ
strategic goal areas largely reflects this trend with a relatively larger proportion of the funding
going towards activities in the safety area. As noted above, the publications more closely
tracked the distribution of activities with the majority of publications coming from activities in
the areas of improving health outcomes and improving access, appropriate use and efficiency and

reducing costs.

AHRQ children’s health strategic goals

For the second categorization scheme, we looked at the 1999 strategic plan document that
designated children as a priority population®'. In that document, AHRQ identified a set of six
goals for their children’s health agenda:

1. Contribute to new knowledge about child health services.

2. Create tools and nourish talent to strengthen the knowledge base in child health
services.

3. Translate new knowledge into practice.

4. Improve communication with stakeholders in child health.

5. Include children and child health care in all AHRQ-supported research, as
scientifically and ethically appropriate.

6. Balance the AHRQ research portfolio to represent a broader range of children and
child health care.

2! Strategic Plan: Children as a Priority Population. December 1999. Agency for Healthcare Research and Quality,
Rockville, MD. http://www.ahrq.gov/child/CHStratPlan.htm
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Looking at the distribution of external activities related to children’s health across these
six goals, nearly two-thirds (61%) of the external activities related to contributing new
knowledge about child health services, including activities on outcomes, quality, safety, cost,
utilization and access to care (Table 11). One-quarter of the external activities focused on
creating tools and supporting researchers involved in children’s health services research. This
category includes activities designed to develop instruments, tools or guidelines as well as those
supporting research networks and programs. The health information technology, database

development, electronic medical record, and telemedicine activities also fall into this category.

The other four children’s health agenda goals were considerably less common. Eight
percent of the external activities were aimed at representing a broader range of children and child
health care. Here, we included activities that address disproportionality, disparities and
vulnerable populations. Six percent of the external activities related to translating new
knowledge into practice. Many of these were evidence reviews carried out by the AHRQ-funded
Evidence-Based Practice Centers. While many of the external activities could be categorized as
including children and child health care in all AHRQ-supported research, we used this category
for only a handful of activities, preferring to categorize the activities according to the subject
matter. The few activities that fell into this category related to public health issues such as
hospital disaster plans and surge capacity that effect children as well as adults. None of the
external activities were categorized as primarily related to improving communication with
stakeholders in child health. While AHRQ funded a number of conferences and workshops to

bring stakeholders together, these activities were categorized according to their topical area.

Over time, there were notable shifts in how the external activities fit into the different
children’s health agenda goal categories. From 1990 to 1995, nearly three quarters (72%) of the
external activities related to contributing new knowledge about child health services. By the
2003-2005 time period, the percentage had fallen to 45 percent. Over the same time period,
more of the activities fell into the category for creating tools and nourishing talent to strengthen
the knowledge base with the percentage rising from 15 percent in 1990-1995 to 44 percent in
2003-2005. The percentages for the other children’s health agenda goals remained fairly

consistent over time.
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We also looked at the distribution of total funding across the Children’s Health Strategic
Plan Goals (Table 12). Among those activities with funding information available, 55 percent of
the total funding went to activities designed to contribute to new knowledge about child health
services. More than one-quarter (28%) of the total funded external activities were aimed at
creating tools and nourishing talent. Nearly equal percentages of the total funding went to
projects to translate evidence into practice (8%) and to include a broader range of children in
AHRQ research (9%). Very little of the total funding (1%) went to projects that fit into the
category on including children and child health care in all AHRQ-supported research. As we
mentioned earlier, while many activities fit into this overarching goal area we categorized the
activities by subject matter so few activities fell into this category. Overall, the distribution of
funding across the Children’s Health Strategic Plan Goals closely tracks the distribution of

activities.

We also categorized the publications coming out of AHRQ’s child-related external
activities according to the Children’s Health Strategic Plan Goals (Table 13). Almost two-thirds
(64%) of the publications fit into the category on contributing to new knowledge about child
health services. Nearly one-fifth of the publications (18%) related to the goal of creating tools
and training investigators. Nine percent of the publications described translating knowledge into
practice. Another nine percent related to broadening the range of children included in research.
The distribution of publications across the Children’s Health Strategic Plan Goals closely mirrors

the distribution of the external activities described earlier.

An overall picture of the Children’s Health Strategic Plan Goals shows that most of the
activities sought to “contribute to new knowledge about child health services” and to “create
tools and nourish talent to strengthen the knowledge base in child health services”. Over time,
however, the breakdown of activities in each of these categories changed dramatically from a
relative imbalance (72% v. 15%) to nearly equal (45% v. 44%). The distribution of funding and
publications across the Children’s Health Strategic Plan Goals closely tracks the overall
distribution of activities with 61% related to contributing new knowledge and 25% related to

creating tools and nourishing talent.
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AHRQ portfolios of work

The third categorization scheme used the ten AHRQ Portfolios of Research to classify the

external activities (Table 14).%.

Overall, 37% of the external activities related to children’s health funded by AHRQ from
1990 to 2005 fall into the care management portfolio (Table 15). These included research
projects on specific medical conditions, health disparities, outcomes, quality improvement and
the development of instruments, tools, and guidelines to aid clinical practice. Twenty-six percent
of the children’s health research is related to the cost, organization, and socio-economic portfolio
of research. This research focuses on utilization, access and cost effectiveness and includes the

work on SCHIP and Medicaid.

Ten percent of external activities related to the health information technology mission,
including those on medical informatics, electronic medical records, and bar code technology. A
few additional activities specifically related to database development were categorized into the
data development portfolio of research. Eleven percent of the activities fall into the patient
safety portfolio. Overall, just six percent of the activities addressed the prevention portfolio
which focuses on evaluating effectiveness and promoting evidence-based practice. Another
seven percent of the activities are categorized in the training portfolio. These include some
fellowship and conference grants as well as grants to support faculty research programs. Only a
few of the children’s health related activities related to the pharmaceutical outcomes portfolio

(2%) and the system capacity and emergence preparedness portfolio (1%).

Looking at the distribution of activities over time, there are some notable shifts in the
relative emphasis on the different portfolios of research. Two of the portfolios decreased
notably. By the 2003-2005 time period, activities categorized in the care management portfolio
had decreased from 50 percent to 26 percent of the total. Similarly, research projects in the cost,
organization, and socio-economics portfolio declined from 38 percent to 13 percent. Two other

portfolios gained substantially. From 1990 to 1995 there were no health information technology

2 AHRQ Portfolios of Research. June 2005. Agency for Health Care Research and Quality, Rockville, MD.
http://www.ahrq.gov/fund/portfolio.htm
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projects related to children’s health at AHRQ. By the 2003-2005 period, one-third of the
external activities involved health information technology research. Similarly, the patent safety
portfolio grew from zero to 16 percent of all external activities. The percentages for the other

portfolios of work remained fairly consistent over time.

As with the other categorization schemes, we also examined the distribution of total
funding across the AHRQ Portfolios of Research for those activities with available funding
information (Table 16). Nearly equal percentage of the total funding went toward external
activities in the care management mission (23%) and cost, organization, socio-economics
mission (22%). Eighteen percent of the total funded external activities on patient safety, while
14 percent funded health information technology work. Less than ten percent of the total
funding was directed toward external activities in the training mission (9%), prevention mission
(7%), pharmaceutical outcomes mission (6%), data development mission (<1%) and system
capacity and emergency preparedness mission (<1%). When comparing the distribution of
funding to the distribution of activities, a few of the portfolios of research represent more of the
total funding than the activities. For example, external activities related to health information
technology represent 14 percent of the funding and 10 percent of the activities. Likewise, patient

safety activities are 18 percent of the total funding and 11 percent of the activities.

The distribution of publications according to the AHRQ Portfolios of Research shows
that a substantial minority (41%) of the publications were categorized under the care
management mission which includes research on specific medical conditions and health
outcomes (Table 17). Nearly one-third of the publications (31%) describe results from projects
on the cost, organization, and socio-economics of health care. Nine percent of the publications
relate to patient safety and another 9 percent relate to prevention. Relatively few of the
publications fell into the portfolios for health information technology (3%), pharmaceutical
outcomes (4%) and training (3%). The distribution of publications across the Portfolios of

Research looks quite similar to the distribution of the external activities described earlier.

Looking across all of the analyses related to the Portfolios of Research, we see the same

kind of trend toward safety and health information technology that we saw with the AHRQ

33



RAND Report for #05R000138

strategic plan goals. Overall during the study period, 37 percent of activities were related to the
care management mission and 26 percent were related to the cost, organization, and socio-
economics mission. Over time, however, the proportion of activities addressing these two
strategic goals decreased by nearly half from 88 percent of the children’s health activities to 49
percent. The number of activities addressing the health information technology and patient
safety missions each make up about 10 percent of the entire portfolio, but have increased from 0
to 39 percent over time. For the funding, we see that external activities related to patient safety
and health information technology represent more of the total funding than of the total activities.
As noted above, this pattern is not seen with the publications where the distribution of

publications mirrors that of the activities.

Key informant interviews regarding AHRQ support for children’s health activities

Many interviewees shared a similar view of AHRQ’s support for children’s health activities.
They were grateful for the support that had been given and praised AHRQ staff for their tenacity in
championing child health issues. However, they were frustrated that, rather than being built into the
structure of the organization, children’s health activities were supported exclusively to the degree

that AHRQ staff devoted time and effort to them. As one interviewee reported,

“AHRQ deserves a lot of credit for what they have done and Lisa (Simpson) and
Denise (Dougherty)’s work has been great. But they need to institutionalize it
rather than being dependent on one person. Children’s health needs to become
part of a checklist that everyone goes through. Whatever activity or project
someone is working on, they should be looking from the beginning at whether

there is a children’s component.”

This was the case for external research activities as well as for intramural research and
internal functions. Thus, RFP development, study section composition, decisions at the funding
committee level, reports generated by intramural researchers, participation in the Children’s Health

Advisory Group (CHAG), and initiatives at various Centers all depended on the effort of individual
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AHRQ staff members. Respondents praised Denise Dougherty and Lisa Simpson® for their efforts
to bring children’s health to the fore and to make sure that children were represented in all AHRQ
activities. Several noted that, compared to other priority populations, children’s health was
successful in maintaining its profile at AHRQ. However, respondents noted that without specific
authority or resources devoted to children’s health or vested in the position of Senior Advisor on
Children’s Health, virtually all children’s health activities relied on the personal influence of a small

number of AHRQ staff members.

Many respondents acknowledged the difficulties in integrating children’s health into the

larger agenda and of raising its stature in the debate over health care. As one interviewee noted,

“There is not a coherent voice about children’s health and health care issues at
the policy level at AHRQ. There is no clear receptor site for those activities.
Even with the listserv and other kids’ activities, there still is not a coherent view.
No one has figured out how to talk about the children’s quality agenda and
AHRQ has not devoted a lot of resources to area. It’s starting to look at these
issues but only with outside prodding.

Similarly, respondents noted that AHRQ’s budget for external research was extremely
limited and that much of it was earmarked for specific initiatives that were more relevant to the
Medicare population than to children. Reflecting this, several respondents worried that
children’s health services research may be critically endangered, since “if they (AHRQ) don’t do
it, then who will?”” This is especially true given that no other federal agency has the same kind

of mandate as AHRQ.

Part of the integration difficulty is reflected in the fact that creating a cohesive

children’s health activities portfolio is challenging. As another respondent reported:

2 We note that, while Lisa Simpson’s support was certainly instrumental, it was not the only factor in bringing child
health activities to the fore: the efforts of CHAG, as well as other Agency staff, and the emphasis on some aspects of
child health from the Secretary's level and the White House (e.g., SCHIP, childhood asthma), and the presence of
funding for investigator-initiated grants all contributed as well.
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“There is a strong children’s health portfolio but not necessarily something that
naturally comes together (like health IT) to show what you have learned. With
children, AHRQ seems to focus on funding children’s health research generally
without identifying what areas are most important. As a result, at the end of the
day, they look back through the research that has been done and try to create a
cohesive whole instead of creating a focus from the outset which would then

result in a cohesive story”

Primary objective 2

Primary Objective 2 was to measure and assess to what extent AHRQ’s children’s health
care activities, i.e., its research findings, meetings, conference support, products, tools, etc.,
improved clinical practice and health care outcomes and influenced heath care policies over the
past fifteen years. To address this objective, we used Stryer’s approach to categorizing the
impact of research findings, bibliometric analyses, and qualitative case studies of high-impact

activities. The tables referred to in this section can be found in Appendix C.

Stryer analysis

We coded the external and internal publications by the Stryer categories (Table 18). As
mentioned earlier, we were only able to code those publications with full abstracts available on-
line. Similar to the findings by Stryer and colleagues, more than two-thirds (70%) of the
publications relay research findings. Fourteen percent of the publications focus on research on
policy changes or with clear policy implications. Fifteen percent of the publications describe
research that evaluates clinical behavior, demonstrates changes in clinical behavior, or
demonstrates the use of tools in a clinical setting. One percent of the publications describe
research to determine which clinical or health behaviors affect health outcomes. We also
calculated the mean (and standard deviation) Stryer score within each of the categorizations
(Table 19). Appendix D provides a list of the publications included in the Stryer analysis along
with the results of the coding effort.
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Bibliometric analysis
Citations

We examined the number of times child health publications were cited as a measure of
the impact of AHRQ’s children’s health activities. Overall, the 794 external and internal
publications arising from AHRQ’s children’s health work were cited nearly 3,000 times.>* Table

19 shows the mean (and standard deviation) number of citations for each categorization scheme.

Impact factors

We also examined the impact factor of the journal in which the child health articles
appeared. Publications from AHRQ’s children’s health activities tended to cluster within a few
key journals. The most common journal was Pediatrics with 122 publications. The activities
also led to publications in the Archives of Pediatric and Adolescent Medicine (40), Health
Services Research (36), Medical Care (36) and Ambulatory Pediatrics (31). It is notable that the
vast majority of publications appear in pediatric-focused journals. This is to be expected, but at
the same time, if a goal is to raise the profile of children’s health activities, then AHRQ should
be encouraging children’s health researchers to publish more in journals such as Health Services
Research and Medical Care than they are now. Across the 616 publications with impact scores,
the average impact score was 3.79 with the range extending from 44 for the New England
Journal of Medicine to .35 for Current Therapeutic Research-Clinical and Experimental. In
general, clinical journals have a higher impact score than do health services or health policy
journals. Table 20 shows the average impact score for the publications in each Stryer category.
For those publications that primarily described research findings, the average impact score was
3.16. The average impact score for publications focused on policies and their impact was
somewhat higher at 3.65. Publications that described the clinical impact of interventions had an
average impact score of 4.56. Those publications that focused on how clinical or health
behaviors affect health outcomes had a considerably higher average impact score of 7.84. Table
19 shows the mean (and standard deviation) of the impact factor for journals in which child

health articles were published within each of the categorization schemes.

2% The number of times an article was cited was not available for all the identified publications so it is likely that this
number is an underestimation.
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Case studies and key informant interviews

We present the results of the case studies and key informant interviews according to the main
topics addressed: a) The impact on policy, clinical processes, or health care outcomes; b) The
processes that influenced these activities” impact; ¢) The ways in which AHRQ staff contributed to
the impact of these activities; and d) The ways in which structural or organizational characteristics of

AHRQ contributed to the impact of these activities.

SCHIP/CHIRI

The first case we studied was the body of intramural and externally funded research around
SCHIP, including CHIRI. Early intramural research at AHRQ informed the implementation of some
of the SCHIP regulations. CHIRI, an initiative consisting of more than $9 million of funding to 9
extramural research projects over the course of 3 years, was conceived of as a way of exploiting the
natural experiment resulting from the latitude given to States to implement their SCHIP programs.
The David and Lucille Packard Foundation and the Health Resources and Services Administration

co-funded CHIRI.

Respondents cited a wide range of impacts for AHRQ’s SCHIP/CHIRI activities. Many
respondents suggested that determining the impact of research on policy is very difficult because
policy making is extremely complex and multi-determined, with research as only one of several
inputs into the policy decision. Nevertheless, respondents were able to point to examples of this
work being cited and used by policy makers. Respondents suggested that AHRQ’s pre-SCHIP
intramural research documenting the number of potentially insurable children, as well as AHRQ’s
collaboration with other agencies such as the Centers for Medicare and Medicaid Services (CMS)
were both important in informing implementation regulations. CHIRI research was cited as useful at
both federal and state policy levels. One respondent (a CHIRI P.1.) reported that CHIRI research
was cited in debates at the federal level to argue against proposed cuts in a specific service program.
Another CHIRI PI reported that state legislatures relied heavily on CHIRI research in crafting policy
for renewing enrollment and for preventive care. Other respondents reported that CHIRI results
were regularly disseminated to policy makers through the CHIRI Policy Advisory Committee and at
national meetings of state SCHIP directors. In sum, AHRQ’s internal activities and support of the

CHIRI initiative can be characterized as having a discernible impact on children’s health policy.

38



RAND Report for #05R000138

Several key factors related to this impact were cited. A number of respondents cited key
features of the RFP that AHRQ prepared as being influential. These included requiring investigators
to partner with state officials and to collaborate across projects, and an emphasis on dissemination.
A respondent representing another funder reported that the ‘CHIRI model’ was one that the funder
organization had subsequently employed successfully in another arena. Other cooperative
agreements typically require some degree of collaboration across projects but, unlike SCHIP/CHIRI,

none had required partnership with policy makers. As one respondent stated:

“The RFP process was one of the things that made CHIRI a success. It required
applicants to work with policy makers before putting in their application to make
sure policy makers cared about their research. This brought some people who
had working relationships with policy makers but were not necessarily traditional
AHRQ researchers into the application pool. The RFP also required researchers
to continue working with policy makers throughout grant. This forced
researchers to establish a relationship with policy makers at the beginning, which
facilitated impact and dissemination after the research was done. There was also
a users group set up, which became part of the dissemination network, who
commented early on about research and its usefulness and later on about how the

results could be used and disseminated.”

Respondents also cited the efficiency and determination of AHRQ Project Officer Cindy
Brach as critical. Respondents reported that Ms. Brach was particularly effective in creating a
collaborative environment, in making sure that investigators were producing research that was useful
for policy makers, and in ensuring that policy relevant information was disseminated to the
appropriate audiences. One respondent compared experiences between the CHIRI cooperative
agreement and that of another, stating that in the other cooperative agreement, one investigator had
expressed concern about sharing findings and guarding intellectual property. In that case, the project
officer had not been able to dispel those concerns in order to create a collaborative environment, but

this respondent noted that Ms. Brach was able to do this very well.
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Another factor cited was the engagement of an outside professional to create research briefs
and technical reports. Along with that, the CHIRI project was successful in developing a ‘brand’ by
using a consistent logo and acronym and by giving advance notice to intended audiences that there

would be findings produced from this effort.

Partnering with the Packard Foundation was advantageous in two ways. The first was that
Packard Foundation project staff were persuasive and facilitative in developing policy relevant
documents and in creating forums for these to occur. Secondly, the Packard Foundation was able to
underwrite the costs of dinners during the CHIRI-wide meetings. This was important in creating a
collaborative group feeling. Several respondents stated that the group of CHIRI investigators
developed mentor/mentee relationships and professional collaborations that have extended beyond

the scope and timing of the initial CHIRI initiative.

Difficulties also existed. There was a sense from investigators that, while the overall process
was positive, it was painful and at times frustrating to be required to produce collaborative products

and to focus on policy relevant work. One interviewee reported that:

“The project was done as well as it could have been. There is a tension between
academics who are interested in publications for CV’s and promotion and the
policymakers who are interested in getting the information out. Including the
academics delays the process but increases the credibility of the research. The
CHRI project addressed this tension. While they could have gotten publications

out more quickly, both sides compromised.”

At the same time, these investigators recognized the necessity of this mandate and grew
professionally as a result. Part of the reason that there was such a steep learning curve for
investigators in this arena may be related to an observation from one respondent that the review
panel for the CHIRI initiative was composed in the standard manner and given the standard charge
to focus on scientific merit. This respondent felt that better representation of policy researchers or
other interested stakeholders might have resulted in the selection of projects or investigators with

more experience in policy.
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Respondents described another tension between AHRQ’s role as a research agency and the
Agency’s or researchers’ desires to inform policy. Several respondents suggested that AHRQ could
do more to publicize the results of its findings, but others recognized the tension between research
and policy advocacy and that, in the current political climate and as an agency of the federal
government, there was the potential for pressure on AHRQ and AHRQ-supported researchers to

publicize only ‘positive’ findings. As one respondent reported:

“There is a constant pull between justifying their existence to Capitol Hill - and
then it has to be the ‘right’ policy - and the fact that they have created an
enormous community of researchers that depend on them for funding. Thisis a
difficult balancing act and | am not sure how to negotiate the tension. People in
the academic community want no strings attached to their research funding, but
AHRQ has to show the impact of the work to people on the Hill.”

In terms of the role of AHRQ staff, as described above, the work by Cindy Brach was
described as a key factor influencing the success of this case. Her abilities to hold investigators to
their deadline commitments, to encourage collaboration among investigators, to balance the
investigators’ needs for publications with the policy makers’ needs for information, and her
willingness to engage outside professionals (for example, to create policy briefs), were often cited.
Another key contribution from AHRQ staff was that of then-Deputy Director Lisa Simpson.
Respondents credited her with pushing the CHIRI initiative forward after a meeting of federal

agencies and other funders failed to bring forward a clear private sponsor of the proposed initiative.

Turning to structural and organizational characteristics, respondents noted challenges related

to AHRQ dissemination of findings. One respondent noted that:

“AHRQ is totally backwards as to where they put their emphasis. They don’t look
past when the grant is ended and that’s when a lot of the impact starts occurring.
As part of grant requirement, AHRQ should require that a chunk of time and
money be devoted to dissemination. For example, AHRQ could put an extra year

into the grant to fund dissemination. AHRQ is not rewarding researchers for
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doing dissemination and although a large number of researchers have a personal

incentive to develop publications, it is not always the case.”

Respondents had further structural suggestions. One suggestion was to require Cooperative
Agreements to have a dedicated dissemination coordinator. Another was to improve the functioning
of the public affairs office so that it could better present a more comprehensive and integrated
picture of AHRQ’s work to various audiences. A third was that AHRQ’s information systems ought
to be focused on tracking dissemination and impact as well as getting through the grant review and

funding process, as illustrated by the following:

“Even AHRQ’s information system is structured to get through the grant process
and not focused on impact of dissemination after grant done (e.g., there is no
systematic way of tracking publications). Although the mindset within some areas
of AHRQ has shifted, infrastructure (IT and public affairs) has not made a similar
shift.”

Asthma and ADHD

Our second case concerned moving evidence into practice for asthma and ADHD.
Conceptually, the process of moving evidence into practice can be seen as a) Distilling the evidence
to create guidelines; b) Informing practitioners of the guidelines and motivating behavior change;
and c) Improving outcomes. In this case study, AHRQ involvement in both asthma and ADHD
began with evidence reviews, resulted in AAP guidelines (or in asthma the NAEPP 2002 EPR2), and
researchers subsequently responded to RFAs on implementation in practice. A variety of AHRQ

projects focused on the first two of these, and presumably had some effect on the third.

In this case, respondents had mixed assessments of the impact of AHRQ’s funding. AHRQ’s
role in distilling the evidence, primarily funding Evidence-based Practice Centers (EPCs) to perform
evidence reviews was seen as having substantial impact. One respondent reported that 85 percent of
the American Academy of Pediatrics’ (AAP) clinical guidelines were based on AHRQ evidence
reviews. Respondents cited the value, in terms of rigor and credibility, of having an agency like

AHRQ arrange for and fund these reviews and they cited the reviews of evidence regarding
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diagnosis and treatment of both asthma and ADHD as extremely valuable. As one interviewee

reported:

“Because of AHRQ’s Evidence-based Practice Centers (EPC) clinical practice
guidelines have changed. Previously, the guidelines were done on a shoestring
budget but AHRQ’s involvement allowed high quality evidence reviews on topics
that are relevant, and the results are far better than what had been done
previously. The ADHD field is controversial, so the quality of the evidence
reviews behind the guidelines is important.”

However, certain shortcomings were noted. Some noted that most of the EPCs were
unaccustomed to thinking about children’s issues, and suggested that AHRQ should implement
policies that require EPCs to include children in their reports unless there is a compelling reason
not to. One interviewee noted the difficulty of creating guidelines for preventive care given the

state of the evidence and that AHRQ is beginning to address this.

The main disappointment in the EPC reviews was the length of time it took to complete
them. Several respondents noted that the advisory committees, as well as the committees
attempting to write the guidelines, were frustrated by reviews that took so long to complete that
the evidence was out of date. This forced these committees either to attempt to update the
reviews themselves or to ask the EPC reviewers to update them. As a result, respondents
reported that they decided on several occasions not to suggest additional topics for review for
fear of “gumming up the works.” One respondent felt that, in addition to the long time required,
EPC reviewers at times had the tendency to “make something out of nothing.” By this, the
respondent meant that there were occasions where the evidence was scarce, yet instead of stating
this and moving on, the EPC reviewers pulled evidence from other areas and over-interpreted the

scanty existing literature to derive an answer this respondent felt was unjustified.
Despite these disappointments, respondents reported that when they or their organizations

had attempted to review the evidence themselves, the product was not nearly as robust as an AHRQ

EPC review. They therefore offered several suggestions for improvement. The first was a
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suggestion that the EPCs release their reviews in phases as questions are answered, rather than all
together in one report at the end. Another suggestion was for EPCs to offer a product consisting of
the evidence tables only, without the accompanying text interpreting the tables and synthesizing the
results of the tables. Another possibility would be to release the information in stages so that at least
the evidence tables got to the field earlier. All of these suggestions, it was felt, would allow the EPC

reviewers to produce more timely products without sacrificing validity.

In terms of dissemination of results and motivating practice changes, respondents cited
AHRQ’s funding of the University of North Carolina CERT asthma toolkit and initiative as well as
its funding of the AAP’s national collaborative on improving ADHD. Other respondents cited
AHRQ’s support of the Practice-Based Research Networks (PBRNs) as being important in creating
infrastructure for disseminating results and motivating practice change. It should be noted that key
to dissemination is the readiness of the practice community to take up new guidelines such as these.
Nevertheless, other respondents felt that, in terms of moving evidence into practice and improving
outcomes, AHRQ activities did not have much of an impact. These respondents reported that
AHRQ did not appear to be particularly interested in documenting the impact of tools it had helped
develop, nor in research on changing clinical practice. This divergence of viewpoints seemed to
correspond to the primary interests of the respondents. Those most interested in research and from
more traditional academic settings tended to be pleased with AHRQ’s attempts to move research into
practice, while those from more applied settings or with a primary interest in practice (as opposed to

research) tended to be less sanguine in their views.

Respondents cited several key factors associated with impact, all having to do with creating
an infrastructure wherein evidence could be moved into practice. The informational infrastructure of
evidence-based reviews, the practice-based research infrastructure, and the funding of tools for
improvement were cited as factors in creating the potential for change in clinical practice and

outcomes.
In terms of the role of AHRQ staff, Denise Dougherty’s efforts were particularly noted.

Several respondents cited her tireless work to make sure children’s health activities were included in

larger AHRQ efforts and to engage other organizations and agencies in this work.
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Turning to organizational and structural characteristics of AHRQ, respondents reported their
perceptions that the emphasis at AHRQ was on dissemination, as opposed to implementation of
results. One respondent suggested that AHRQ is “still in the mode of paying for good science,
getting it published, and hoping for the best.” Another reported that:

“AHRQ needs to be better at translating policy into practice. It is always done
last and as more of an afterthought. There needs to be more emphasis on getting
the word out. This would include improving its website, which is very busy and

hard to navigate.”

Some thought the under emphasis on implementation had to do with AHRQ being more
connected to the research community than to the practice community. For example, one respondent

asked:

“Whether AHRQ considers their target audience to be NIH-funded researchers or
practitioners. If AHRQ is trying to reach practitioners then they need to ask
whether and how they are reaching them. At the practice level, there is
competition for time. It is easier for practitioners to go along with the local
chapter of AAP than to wonder what AHRQ is doing”

Another respondent was more encouraging, noting that recent AHRQ activities in

improvement research were a good start:

““Having the courage to look at interventions that are a bit outside the box and
that could impact care is very good. AHRQ is beginning to look at how to support
these activities. They are to be commended for that — we need AHRQ’s leadership

to expand the NIH biomedical paradigm.”

This respondent suggested that AHRQ could have a stronger voice in pushing the definition

of ‘translational research’ from clinical research to practice change and care delivery.
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Primary Objective 4

Primary Objective 4: Measure and assess to what extent the Agency succeeded in involving
children’s health care stakeholders and/or creating partnerships to fund and disseminate key child

health activities.

We used the case studies and key informant interviews to address Objective 4. Several
successful examples of partnership development were cited. Respondents cited CHIRI as a very
good example of forming partnerships: AHRQ partnered with the Packard Foundation and HRSA to
fund CHIRI; the RFP structure forced researchers to work closely with policy makers; and the
structure of the project, with its emphasis on collaboration and cross-project findings brought
researchers together. Another example of partnering was AHRQ’s coordination with the FDA in the

1990’s regarding regulations on including children in research on new medicines.

Another important example of partnering was AHRQ’s efforts to develop a child health
services research community. Interviewees cited AHRQ’s funding for the annual Child Health
Services Research Meeting and other meetings as beneficial to the child health community. As one

interviewee reported:

“AHRQ has provided funding for an annual forum every year that 500-600
people attend. It is the only forum where people from a variety of settings (public,
regulatory, private, hospital) get together. These forums would not have
happened without AHRQ funding. There is also an annual conference in quality
improvement (in 5™ year) that has had continuous AHRQ support and a
conference coming up on Medicaid quality and children that AHRQ is supporting.
There has also been ongoing support from AHRQ for dissemination and Denise
Dougherty has been tireless in advocacy, coordinating and networking.”

The child health listserv was cited several times as very useful and informative, and staff at
other agencies and organizations gave kudos to AHRQ staff and especially Denise Dougherty for
finding opportunities to collaborate. AHRQ’s funding of NRSA awards for child health services

research fellows was also seen as very important in building a child health services research
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community. However, many interviewees noted that having formed this community, the subsequent
restriction of funding for extramural child health services research grants meant that this community

and its accumulated expertise was in danger of dissolving and moving on to other fields or areas of

inquiry.

Nevertheless, there were several challenges and opportunities. Several interviewees noted
that cooperation between AHRQ and other institutes/agencies been uneven, as the following quote

llustrates:

“AHRQ and MCHB haven’t “played well together”” which has interfered with
children’s research activities. It would be better if they coordinated. The same is
true for the CDC. They need to leverage relationships in other areas to support
kids’ research and partnerships.”

Another interviewee expressed disappointment in AHRQ’s lack of proactive work with

CMS:

“Theoretically, CMS is a potent lever to affect quality and AHRQ has not figured
out what policy research should be done to get CMS to push those levers and put
teeth into improving quality. There has been no strategic thinking about
leveraging the influence of CMS to help improve quality. Partnering is the right
approach, but only if you focus on the right issue. There is a need to focus on

how to improve children’s health care quality overall.”

Several key stakeholders at other agencies suggested that their agencies have not been
particularly interested in partnering with AHRQ. One reason for this is the perception that their
agencies and AHRQ do not overlap in mission or mandate. Another reason cited was that AHRQ’s
budget was too small to enable partnering around funding. For example, one interviewee at an NIH
agency reported that, “I am unaware of AHRQ’s work on ADHD or asthma and really have no
knowledge about AHRQ’s work on children’s health in general, although I think highly of the few
AHRQ people with whom I have come in contact, especially Denise Dougherty.” On the other
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hand, one researcher interviewee suggested that AHRQ in general and Denise Dougherty in
particular had played a critical role in keeping NIH agencies aware of the need to translate evidence

into practice.

In terms of partnering with other organizations beyond HHS, there was a sense that AHRQ
could do more to reach out to both the policy and practice communities. The sense from
interviewees in the improvement community and the family/consumer advocacy community was
that AHRQ could be much more responsive to their immediate needs for improvement and could
play a greater role in these areas, but that the Agency was more concerned with academic research

and more attuned to the needs of academic researchers. As one interviewee stated:

“The basic issue is that there is a tendency to see the world through a very
narrow lens. For an organization like AHRQ to be effective, they have to figure
out a way to broaden their support base and be responsive to audiences who are
not their natural allies. AHRQ’s work will be more useful if they ask questions
about what information policy makers need to make programs work better. Their
stuff will be more useful if they ask people on (Capitol) Hill what they need to
make this program better. AHRQ needs to reach out beyond the true believers to
those in the field (policy, practitioners) to find out what information they need and

what they want and then do that.”

Similarly, respondents suggested that AHRQ should think of itself as a problem-solving agency:

“(They) need to find problems where you see promising research that might solve a definable
problem and take that research and apply it.... “What is going into JAMA and NEJM is
irrelevant, because that is to convince the skeptics — what I want to do is go back to the people
that they are working with to implement it — what works, what didn’t, how does it go to scale,
how do you implement,”

Others wanted to see AHRQ reach out to “organizations that broadly impact children’s
health, such as the AAP, institutions leading change (like Cincinnati Children’s) and groups like
NACHRI.” As one interviewee put it:
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“The academic community is not well connected to the practice community.
AHRQ needs to decide whether it is important for them to reach the practice
community. Then, they need to look at the budget and see if they have put money
into reaching practitioners. One way to link to practitioners would be to talk to
local AAP leaders or have focus groups of providers. AHRQ should think about
what interests practitioners, what format, what content, and what kind of support
needs to accompany it. This kind of activity would help them become part of the

implementation world as opposed to standing on the sideline.”

The thread running through all these comments was that partnering more effectively with
organizations or stakeholders that create change (either policy or clinical) would have a two-fold
effect: It would allow the Agency to better realize its mission and it would allow the Agency to

advocate for more resources by providing specific answers to the ‘Porter Question.’
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CHAPTER 4: SUMMARY AND CONCLUSIONS

The four objectives guiding this evaluation were:

1.

Summary

Measure and assess to what extent the Agency contributed new knowledge as a result

of its funding for children’s health research (extramural and intramural) and
disseminated and/or translated effectively its findings to meet AHRQ’s strategic
objectives of improving the safety, quality, effectiveness and efficiency of health care

as well as wider DHHS strategic objectives.

Measure and assess to what extent AHRQ’s children’s health care activities, i.e., its
research findings, meetings, conference support, products, tools, etc., improved clinical
practice and health care outcomes and influenced heath care policies over the past fifteen

years.

. Measure and assess AHRQ’s financial and staff support for children’s health research as

well as Agency internal handling of children’s health grants, contracts and intramural
activities research with/among other AHRQ programs, portfolios and activities and other
DHHS and federal agency efforts.

Measure and assess to what extent the Agency succeeded in involving children’s health
care stakeholders and/or create partnerships to fund and disseminate key child health

activities.

Primary Objectives 1 and 3

We addressed Objectives 1 and 3 together by examining the number of activities, funding

for those activities, and number of publications over time and according to strategic goals and

portfolios of work. In addition, we interviewed key stakeholders about their perspectives

regarding support for children’s health at AHRQ.

We found that over the past 15 years, there have been significant shifts in the number of

child health activities funded, the amount of funding (both absolute and as a percentage of the

AHRQ budget), and the strategic goals or portfolios of work funded.
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Through most of the 1990’s, AHRQ maintained a steady level of external activities
related to children’s health. Starting in 1999, both the number of activities and the total funding
directed towards children’s health projects rose dramatically before dropping off again in 2003.
This corresponds to a relative increase in the proportion of the total AHRQ budget that went
toward external activities related to children’s health from 9 percent prior to 1999 to 28 percent
during the 1999 to 2002 time period. Since 2003, there has been a noticeable downshift in both

the number of external activities and the funding for them.

In examining the types of external activities, we found a shift toward research on health
information technology and patient safety. The proportion of activities addressing the AHRQ
Strategic Goals in these areas increased from none to nearly one-half of the overall portfolio.
Similarly, activities that corresponded to the AHRQ Children’s Health Strategic Goal on creating
tools and nourishing talent for children’s health services research went from 15 to 44 percent of
the total. Looking at AHRQ’s external activities through the lens of the Portfolios of Research,
we found that the activities addressing the health information technology and patient safety
missions increased from 0 to 39 percent of the entire portfolio over time. Each of these trends

reflects general shifts in priorities for AHRQ as a whole.

The number of publications tracked the level of funding for strategic goals and portfolios
of work. Exceptions were that the percent of publications in the health information technology
and patient safety portfolios were less than the percent of funding for those portfolios, but this is
probably due to the fact that these activities have been funded relatively recently and so have

likely not produced their full complement of publications.

Two recurrent themes regarding AHRQ support for children’s health activities emerged
from the key informant interviews. The first was the issue of whether children’s health should
be considered (and funded) separately from other activities. Several interviewees made a cogent
case for theoretical, practical, and ethical reasons to consider children separately and made
specific suggestions for how to accomplish this. The countervailing sentiment was that, in an
Agency with a relatively small budget, setting aside specific funding for children’s health

activities was likely to result in a children’s health budget insufficient to accomplish any of the
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Agency’s children’s health strategic goals. Nevertheless, there are specific issues that are
inherently child-only, such as research on SCHIP, for which it is appropriate to argue for set

aside funding.

The second theme, related to the first, was the perception that children’s health activities
at AHRQ were dependent almost entirely on the efforts of individual Agency staff. Interviewees
noted that there were virtually no formal structures or policies at the Agency to ensure that
children’s health was adequately addressed. Interviewees praised Denise Dougherty, as Senior
Advisor on Child Health, and Lisa Simpson, for their unflagging efforts to raise the profile of
child health, and noted that compared to other special populations, child health has a more
organized and effective constituency within the Agency. However, they also noted that the
Office of Senior Advisor has neither authority nor funds to ensure inclusion of this special
population and relied almost entirely on personal persuasion. They also noted that, with Lisa
Simpson’s departure, advocacy for child health at the level of the Office of the Director had
diminished markedly. Moreover, within Agency Offices and Centers, it was up to individual staff
to ensure that children’s health was included in activities. Interviewees lamented that there did
not seem to be an institutional-level, coherent voice for child health at the Agency and wondered
aloud what would happen to children’s health research at the national level if AHRQ did not

continue, in some important way, to lead.

Overall, the Agency has supported a broad range of child health activities and produced a
substantial body of new knowledge in children’s health. There was a marked increase in
activities and funding in 1999, followed by declines after 2002 and corresponding shifts, in
external research grants, away from investigator-initiated grants to targeted solicitations
increasingly focused on health information technology and patient safety. These changes
brought into stark relief questions regarding the place of children’s health within AHRQ’s
overall mission and the corresponding lack of structural support (authority or resources) devoted
to children’s health. Many key stakeholders worried aloud that children’s health research is
critically endangered and wondered whether AHRQ would continue to play a major leadership

role in children’s health on the national level.
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Primary Objective 2

We addressed Objective 2, measuring and assessing the impact of AHRQ child health
activities, through bibliometric analyses and case studies. In the Stryer analysis, we found that
the majority of publications resulting from AHRQ-funded child health activities were descriptive
findings. This is consistent with AHRQ’s first children’s health strategic goal — to contribute
new knowledge about child health services. A substantial minority of publications evaluated or
informed policy or practice. Relatively few publications evaluated interventions to improve
outcomes. This highlights the difficulty of publishing studies that answer the Porter Question.
Categories of external activities that had relatively higher Stryer scores included ‘Using data to
make informed choices,” ‘Translating new knowledge into practice,” ‘Health information
technology portfolio,” and ‘Prevention portfolio.” The average child health publication was cited
6.6 times and appeared in journals of impact scores average about 3.6. Unfortunately, we do not
have comparative data on other AHRQ or non-AHRQ research programs, which are necessary to

put these analyses in context.

The qualitative case studies and key informant interviews were meant to illuminate the
processes by which AHRQ has an impact on child health activities. Both case studies —
SCHIP/CHIRI and moving evidence to practice in ADHD and asthma — illustrated several

lessons on maximizing the impact of AHRQ activities.

First, impact is maximized when structures are in place to encourage cooperation and
communication among researchers and a variety of stakeholders. The SCHIP/CHIRI case
exemplified this lesson: The RFP was structured to require researchers to work with policy
makers; AHRQ partnered with other funders and was able to benefit from the Packard
Foundation’s additional funding and also from its focus on dissemination and its ability to
underwrite activities that foster collaboration (for example, dinner meetings); and the individual
projects were required to set aside funds to support initiative-wide meetings and publications. In
the case of ADHD and asthma, one of the main impacts of AHRQ involvement was the ability to
draw on the resources of CERTs to synthesize evidence, of PBRNs to change practice, and of

tools to improve outcomes.
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A second lesson from the case studies was that, in many of the child health activities
funded by AHRQ, impact (disseminating relevant information to policy-makers in a timely
manner, changing and documenting change in practice and outcomes) all too often relied on the
individual efforts of PIs and AHRQ staff rather than being programmed into the activities. With
some notable exceptions (for example, CHIRI), activities are seen as focused on generating
products for academic journals. Additionally, the AHRQ infrastructure was seen as being
oriented towards the ‘front end’ of research grants — soliciting, reviewing, selecting, and funding
— rather than the ‘back end’ — disseminating timely and relevant information to policy makers,
documenting impact on clinical practices or outcomes, tracking and compiling the ways that

AHRQ products are used by various stakeholders.

A third lesson from the case studies, and related to the second, was the tension inherent in
serving the needs of multiple stakeholders. In the case of CHIRI, tension led to a creative
solution that enhanced the impact of this set of activities. In other cases, the tension was not
addressed as successfully. Many interviewees alluded to the tension between the role of the
Agency in funding policy-relevant research versus directly informing the policy debate. Child
health activities at AHRQ were seen as being more focused on the former, rather than the latter.
Another tension is between the needs of academicians to generate peer-reviewed publications on
the one hand, and the needs of policy-makers, clinicians, and families for timely, actionable
information on the other. Clinicians and family-oriented organizations saw AHRQ’s child health
activities as being more focused on the needs of academics rather than on their needs. Another
tension is the one between a broad spectrum of needs in children’s health and a very limited
budget. Specific, focused investments designed to generate spectacular answers to the Porter

Question were seen as key to the Agency’s continued viability.

Overall, AHRQ-funded child health activities have had a substantial impact on the
research community, as the bibliometric analysis demonstrates. Impact on policy and clinical
care was maximized when structures were in place to encourage collaboration among

stakeholders and when dissemination and implementation were planned, not hoped for.
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Primary Objective 4

The key informant interviews suggest themes regarding AHRQ’s partnering with the
children’s health services research community, with other HHS agencies, with the policy

community, and with the clinical/improvement community.

Interviewees perceived AHRQ as having been successful in nurturing a growing
children’s health services research community, through NRSA fellowships, conferences, and
training grants. However, they also noted that this same community is in danger of dissolving or

moving to other areas of inquiry as funding in this area continues to be scarce.

In terms of partnering with other HHS entities, key stakeholders perceived limited
success. Interviewees at other HHS entities professed little experience or interest in partnering
with AHRQ, despite substantial respect for the AHRQ personnel that they had interacted with.
The partnerships with other HHS entities tended to be around specific initiatives or committees
and were seen as initiated or maintained at the program or project-officer level. Interviewees

could not cite examples of high-level inter-agency collaboration in children’s health.

In terms of partnering with policy entities, CHIRI was a good example of successful
partnering, but interviewees noted that there is little interest in children’s health policy at the
federal level. Several interviewees suggested that AHRQ ought to further collaborate with state-
level policy makers and with CMS around SCHIP and Medicaid.

Interviewees reported mixed success in partnering with the clinical and patient/family
communities. They suggested that far more could be done to partner with providers through
professional societies such as the AAP and through organizations involved in improving

children’s health care.

Overall, AHRQ’s partnering with other entities has been mixed, but promising

opportunities exist.
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Conclusions and recommendations

Although the focus of our analyses was on child health activities, many of the comments
we received related to AHRQ as a whole, and it seemed that at least some of the child health
specific issues that we identified may apply to other parts of AHRQ as well. So while our
conclusions and recommendations address child health specifically, some might have more

general application.

Pursuant to Primary Objective 1, our evaluation shows that the Agency has contributed a
substantial body of new knowledge as a result of its funding for children’s health research
(extramural and intramural) and has disseminated this new knowledge effectively in the peer

reviewed literature.

It is difficult in any field to trace a direct line between research activities and improved
health care activities or clinical practice, or between research and an influence on health policy.
Nevertheless, pursuant to Primary Objective 2, our bibliometric analysis, case studies, and key
stakeholder interviews suggest that AHRQ’s children’s health care activities have played an
important role, along with activities of other child health stakeholders, in improving clinical
practice and health care outcomes and in influencing specific heath care policies. We note,
however, that all of these analyses required a substantial effort on our part to identify the AHRQ
research and projects that were related to child health, as well as to identify their outputs and

effects.

AHRQ’s objectives and budget have changed over the years, both overall and for
children’s health activities. A tightening budget and a shift away from investigator-initiated
external research grants have highlighted questions regarding the place of children’s health
within AHRQ’s overall mission. Pursuant to Primary Objective 3, our interviews and case
studies show that individual Agency staff have performed heroically in assuring continued
support for child health activities. But the interviews and case studies also suggest that there is a
lack of structural support (authority or resources) devoted to children’s health and that this has

limited AHRQ’s financial and staff support for children’s health research.
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Pursuant to Primary Objective 4, the Agency has had mixed success in involving
children’s health care stakeholders and/or creating partnerships to fund and disseminate key child
health activities. AHRQ has been successful in helping to create a community of children’s
health services researchers and in disseminating policy information to state-level policy makers.
There has been some success in engaging with the practice community through entities such as
the AAP, but more is needed. There has been limited success in partnering with other HHS

entities and with federal-level policy makers.

Building on this analysis, we offer the following suggestions for the Agency’s

consideration.

Through their children’s health activities, AHRQ has successfully created and
disseminated knowledge and engaged the pediatric academic community, but has been less
successful in creating and documenting improvement and in engaging the children’s health
quality, practitioner, and patient/family community. Answering “the Porter Question” (What
effect is the research having on people?) for children will require AHRQ’s child health activities
to focus more effectively on identifying and pursuing opportunities to apply existing evidence, to
implement change, and to document improved processes and outcomes. It will also require the
Agency to work more closely with clinical organizations such as the AAP and with quality
improvement organizations in order to better leverage the strengths of each. Experience with the
CHIRI program as well as with AHRQ’s work on asthma and ADHD show that this is possible,
at least in well focused areas. The CHIRI program required (and facilitated) collaboration
between researchers and policymakers and in that way could be a model for collaboration.
However, it was organized around an ongoing federal project slated for possible reauthorization.
In the absence of a similar national quality improvement project, it would be necessary to pursue
a more piecemeal approach. We note that, with the restriction of funding for investigator-
initiated grants and increasing prescriptiveness from DHHS regarding what funds can be used

for, fewer opportunities exist for pediatric quality improvement research.

The fate of children’s health at AHRQ seems to rest in the hands of a few extremely

dedicated individuals who are forced to rely on their powers of personal persuasion. In order to
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institutionalize child health as an Agency priority, certain structural and procedural changes are
required. A more formal and rigorous monitoring of Agency funding commitment by priority
population should be instituted, with regular presentations to Agency leadership and
identification of under-funded areas. Endowing the Senior Advisor for Children’s Health with
institutional authority (for example, participating in AHRQ staff employee performance reviews)
or with small amounts of discretionary funds to pursue promising opportunities to answer the
Porter Question would substantially enhance effectiveness. AHRQ should also examine how to
increase the effective use of the contracts mechanism to pursue focused efforts to answer the

Porter Question.

Given AHRQ’s limited budget, partnering/leveraging other HHS entities is critical. The
initiative for partnering must come from the highest levels within the Agency, rather than relying
on program-officer level contacts. AHRQ should aggressively pursue collaboration with CMS
around SCHIP and Medicaid. We note that AHRQ staff are currently engaged in collaborative
efforts with CMS around child health issues and that the Agency’s authorizing language must

guide collaborations.

Finally, we note that all of these analyses required a substantial effort on our part to
identify the AHRQ research and projects that were related to child health, as well as to identify
their outputs and effects. AHRQ should consider building a system (or modifying existing
systems) to reliably track the inputs, outputs, and impacts of its child health activities so that this
does not have to be done on an ad hoc basis as for this study. Such an infrastructure would
provide a coherent and consistent picture of children’s health activities at AHRQ, which would
be a useful tool for both management and evaluation purposes. In addition, given shifts in the
amount and direction of funding, it is increasingly important to devote adequate resources to

ensuring continuity in institutional memory and in institutional message.
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Project Title Initial Pl Grant No STUDY
Funding ID
Year
Using an EMR to Improve Urban Child Health 2004 Adams, William K02 HS13655 |[EXT001
PSYCHOSOCIAL PREDICTORS OF PREGNANCY, WOMEN AT HIV 1993 AHLUWALIA, INDU R03 HS07958 EXT002
RISK
MANAGEMENT OF ACUTE ASTHMA IN PEDIATRIC PRACTICE 1992 ALARIO, ANTHONY R03 HS07418 EXT003
Quality Improvement Structures and Practices as Determinants of 2001 Alexander, Jeffrey A. RO01 HS11317|EXT004
Hospital Quality Indicators
Passive Smoking and Children: An analysis of NHANES llI to determine 11998 Aligne, Andrew APA Support |[EXT005
outcomes associated with childhood exposure to envrionmental tabacco
smoke
An Internet Intervention to Increase Chlamydia Screening 2000 Allison, Jeroan J. U18 HS11124|EXT006
Quality of Life in Children After Liver Transplantation 2002 Alonso, Estella R03 HS13270 EXT007
Health Research Enhancement at Morgan State University 2003 Amin, Ruhul R24 HS11638 | EXT008
Measuring quality of life in children with asthma 1996 Annett, Robert D. R03 HS09123 EXT009
Piloting Tools to Improve Nutritional Health in Primary Care 2003 Ariza, Adolfo R03 HS14431|EXT010
Youth Partners in Care: Quality Improvement in Depression 1998 Asarnow, Joan R0O1 HS09908 EXT011
Emergency Department Crowding: Causes and Consequences 2002 Asplin, Brent K08 HS13007 |[EXT012
Increasing Chlamydia Trachomatis Screening of Young, Sexually Active 2005 Athery, Adam Contract EXT378
Women Enrolled in Commercial Health Plans
Boone County Community Care Network 2004 Atkins, Robert P20 HS01528¢{ EXT013
UTILIZATION OF IMMUNIZATION SVCS: PSYCHOSOCIAL 1993 ATTA, HODA R03 HS08039 EXT014
EMOTIONAL ADJUSTMENT OF CHILDREN WITH A CHRONIC 1990 AYOUB, CATHERINE F32 HS00043 EXT015
Determinants of intrapartum obstetrical quality 2005 Bailit, Jennifer R03 HS14352 | EXT016
MEDICAID EXPANSION: IMPACT ON PREGNANCY OUTCOME AND 1994 BALDWIN, LAURA-MAE R0O1 HS06846 EXT017
COST
National Congress on Childhood Emergencies 2000 Ball, Jane R13 HS10084 EXT397
Commercial Telephone Triage vs. Physician On-call Advice 1999 Baraff, Larry J. R01 HS10604 | EXT018
Improving Obesity Care in Pediatric Offices 2003 Barlow, Sarah K08 HS13901 EXT019
Improving Medication Safety Across Clinical Settings 2001 Bates, David W. P01 HS11534 |[EXT020A
Trial to Reduce Antibiotic Use in A Primary Care PBRN 2003 Bates, David W. R03 HS14420 EXT020B
Inapporpriate Oral Antibiotic Use: A Model for Understanding Clinical 2000 Bauchner, Howard EXT398
Decision Making
Dynamics of Family Disadvantage and Childhood Asthma 2001 Baydar, Nazil R01 HS13110 EXT021
Comprehensive IT Solution for Quality and Patient Safety 2004 Beach, Ann UC1 HS15236 EXT022
Creating a Primary Care Practice-based Research Network 2002 Bell, Louis R21 HS13492 | EXT023
COMPONENTS OF PRENATAL CARE AND LOW BIRTHWEIGHT 1991 BERESFORD, SHIRLEY R01 HS06785 EXT024
El Dorado County Safety Net Technology Project/ACCESS El Dorado 2005 Bergner, Greg UC1 HS16129 EXT379
PROPHYLAXIS FOR OTITIS-PRONE CHILDREN 1992 BERMAN, STEPHEN R03 HS07283 EXT025B
OUTCOMES ASSOCIATED WITH THERAPY FOR OTITIS MEDIA 1993 BERMAN, STEPHEN R01 HS07816 EXT025A
Tales from the Middle Ear Crypt: Three Decades of Otitis Media 1999 Berman, Steve EXT399
MEASURING OUTCOMES AND COSTS IN HIGH RISK OBSTETRICS 1995 BERMAN, SUSAN R03 HS08830 EXT026
Validating the Healthcare Cost and Utilization Projects (HCUP) Patient 2001 Bernard, Shula Contract EXT027
Safety Quality Indicators
UTILIZING RESEARCH TO ENHANCE CLINICAL PRACTICE 2001 BIENKOWSKI, ROBERT R13 HS10958 EXT028
NATURAL HISTORY OF BLOOD LEAD AND EFFECT OF 1995 BINNS, HELEN R03 HS08764 EXT029
INTERVENTION
Creating an Evidence Base for Vision Rehabilitation 2004 Bird, Betty UC1 HS15052 EXT030
Taconic Health Information Network and Community (THINC) 2004 Blair, John UC1 HS15316 EXT031
Management of Chronic Asthma 1999 Blue Cross/Blue Shield Associi Evidence-base EXT032
Validation of an Innovative Approach to Error Reduction 2003 Blumenthal, David R01 HS13099 EXT033
Economic Impact of Breast-Feeding Promotion Intervention 2000 Bonuck, Karen A. R18 HS10900|EXT034
CHILDREN'S MEMORY OF AN EMERGENCY ROOM VISIT 1991 BORDEAUX, BARBARA F32 HS00044 EXTO035
EFFECTIVENESS OF PRENATAL CARE: TWO APPROACHES 1990 BRACH, BETSY R03 HS06605 EXT036
PRENATAL CARE BARRIERS FOR LOW & MODERATE-INCOME 1994 BRAVEMAN, PAULA R0O1 HS07910 EXTO037
WOMEN
Provider Participation and Access in Alabama and Georgia 1999 Bronstein, Janet M. U01 HS10435 EXTO038
Linking Rural Providers to Improve Patient Care and Health 2004 Broos, Timothy P20 HS15023 |[EXT039
The Unmet Medical Needs: Risk Factors for Their Presence and Their 2003 Brousseau, David 03R000173 EXTO040
Effect on Pediatric Emergency Department Utilization
Addressing Preventable Medication Use Variance in Mississippi 2001 Brown, Andrew C. U18 HS11923 EXT041
Taking Action With Children and Families 1996 Brown, Ardene R13 HS09362 | EXT400B
Healthy People 2000: Taking Action with Children and Families 1997 Brown, Ardene EXT400A
Impact of Publicly Funded Programs on Child Safety Nets 1999 Budetti, Peter P. U01 HS10423 | EXT042
Medicaid Managed Care and the Oregon Health Plan (OHP) 1997 Buist, Alison R. R03 HS09606 EXT043
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Banner Health/Arizona State University Partnership for Emergency 2005 Burdick, Twila U18 HS15921 | EXT380
Department (ED) Patient Safety

Asthma Education in the Emergency Department - April 1-3, 2001 2001 Camargo, Carlos R13 HS10940 EXT401
PHYSICIANS' DECISIONS REGARDING CEREBRAL PALSY 1990 CAMPBELL, SUZANN RO1 HS06429 EXT044
REFERRAL

Racial Differences in Physician-Patient Communication 2003 Campbell, Thomas R03 HS13223|EXT045
A Multidisciplinary Program to Improve Child Health Outcomes 2000 Campbell, William H. EXT402
ADOLESCENTS LIFE CHANGE EVENTS, HOPE & SELF-CARE 1992 CANTY, JANIE R03 HS07547 EXT046
CPOE IMPLEMENTATION IN ICU'S 2004 CARAYON, PASCALE R01 HS15274 EXT047
The Role of a Regular Source of Care for At-Risk Youth 2000 Carino, Tanisha V. F31 HS00150 EXT048
Population-Based Screening for Hypothyroidism in Children with Down 2005 Carroll, Kecia N. APA Support |[EXT381
Syndrome

LSU Health Services Research Program 2001 Cerise, Frederick P20/R24 HS11EXT049
Gender as a risk factor for pediatric cardiac surgery 2002 Chang, Reuy-Kang R03 HS13217 |[EXT050
Effects of Lactation on Lean Body Mass, Growth and Subsequent Bone 2000 Chantry, Caroline J. APA Support |[EXT051
Mineral Density in Teen Mothers

Developing and Validating Quality Measures for Children 2000 Chassin, Mark R01 HS10302|EXT052A
Improving the Delivery of Effective Care to Minorities 2000 Chassin, Mark P01 HS10859 EXT052B
The Role of Technology in Health Care Cost Growth 2004 Chernew, Michael R03 HS13048 | EXT053
Automated Decision Support Systems and Clinical Data Collection 2000 Children's Hospital, Boston, M/ Contract EXT054
A diagnostic decision aid for pediatric sinusitis 2002 Christakis, Dimitri A. R03 HS13195|EXTO55A
Parent-initiated Prevention Program 2002 Christakis, Dimitri A. R0O1 HS13302 EXT055B
PPRG: Retooling for the 21st Century 2000 Christoffel, Katherine K. P20/U01 HS11EXTO056
Treating Teenage Depression in Managed Care Practices 1999 Clarke, Gregory N. R0O1 HS10535 EXT057
CAHPS I 2002 Cleary, Paul U18 HS09205 EXT058
Attention Deficit Hyperactivity Disorder (ADHD) Living Guide 2000 Clinical Tools, Inc., Chapel Hill Contract EXTO059
Managed Care Organization Use of a Pediatric Asthma Management 2000 Cloutier, Michelle M. U18 HS11147 |EXT060
Program

DESIGN OF A MULTI-USE DIABETES REGISTRY 1992 COHN, BARBARA R13 HS07245 EXT061
CHILD MALTREATMENT REPORTING AND INFANT MORTALITY 1992 COLE, GEORGE R0O3 HS07243 | EXT062
Managed Care and Quality: Children with Chronic Conditions 1999 Connell, Frederick A. R01 HS09948 EXTO63A
Medical Management of Children with Chronic Conditions 2002 Connell, Frederick A. R03 HS13230 EXT063B
TennCare Gaps for Children: Asthma Clinical Outcomes 2000 Cooper, William O. R01 HS10249 EXT064B
Medicaid MCO's and Suboptimal Pediatric Care 2003 Cooper, William O. K02 HS13076 |EXTO064A
Shared Decision-Making and Inappropriate Antibiotic Use 2002 Cox, Elizabeth K08 HS13183 |[EXT065
Improving EMS for Children Through Outcomes Research—March 30- 2001 Crain, Ellen R13 HS10942 | EXT403
April 1, 2001

Dartmouth Symposium on Pediatric Sedation 2000 Cravero, Joseph P. R13 HS10110|EXT404
HEALTH CARE COSTS AND UTILIZATION IN AIDS HOME CARE 1994 CRYSTAL, STEPHEN R01 HS06339 EXT066
Dental Access and Costs for Children in a SCHIP Program 2002 Damiano, Peter R0O3 HS13410 EXT067
Fellowship in Health Services Research 2003 Darden, Paul T32 HS13851 EXT068
Improving Patient Safety through Provider Communication Strategy 2005 Daugherty, Kay U18 HS15846 EXT382

Enhancements

Colorado Connecting Communities—Health Information Collaborative (C3 2004 Davidson, Arthur J. 290-04-0014 EXTO069
HIC)

Trends in the Non-Operative Management of Splenic Injury in Children 2001 Davis, Daniela H. APA Support |[EXTO070
Prevalence and Strategies for Appropriate Prescription Medication 2002 Davis, Robert 290-00-0015 EXTO71A
Dosing in Children

Pediatric EBM-Getting Evidence Used at the Point of Care 2000 Davis, Robert L. R01 HS10516 EXT071B
RACIAL DIFFERENCES IN APGAR SCORES AND INFANT MORBIDITY 1990 DE HART, MARY R03 HS06609 EXT072
MEDICAID AND THE HEALTH OF THE POOR 1993 DECKER, SANDRA F32 HS00065 EXT073
Enhancement of the Technology Interface for the Cincinnati Pediatric 2002 DeWitt, Thomas R21 HS13506 EXT074
Research Group

The Center for Improving Patient Safety (CIPS) 2001 Dittus, Robert S. P20 HS11563 EXT075
IMPLEMENTING RESEARCH FINDINGS FOR PRACTICE 2002 DOLOR, ROWENA R21 HS13511 EXT076
IMPROVEMENT

Rural Hospital Collaborative for Excellence Using IT 2004 Dorris, Patricia UC1 HS15431 EXTO77
Evaluating computer decision support for preventive care 1996 Downs, Stephen M. R0O1 HS09507 EXT078
How Public Reporting and Pay-For-Performance Policies Impact Safety 2005 Dudley, Adams R. RO3 HS16117|EXT383
Net Hospitals

Post-term Pregnancy Management 2000 Duke University Evidence-base EXT079
MEASURING PREFERENCES FOR CHILDBIRTH AFTER CESAREAN |2004 EDEN, KAREN R03 HS13959 EXT080
Assessing Outcomes of Dental Care with Claims Data 1997 Eklund, Stephen A. R03 HS09554 | EXT081
Treatment-Resistant Epilepsy 2001 Emergency Care Research Ins Evidence-base EXT082
Measuring Quality of Care for Homeless Adolescents 2001 Ensign, B. Josephine K08 HS11414 |[EXT083
The Emergency Department (ED) Pharmacist as a Safety Measure in 2005 Fairbanks, Rollin U18 HS15818 EXT384

Emergency Medicine
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Children's Health Insurance Coverage in Massachusetts 1999 Feinberg, Emily R03 HS10207 |EXT084
DISTANCE MANAGEMENT OF HIGH-RISK OBSTETRICAL PATIENTS 2004 FERGUSON, CANDICE P20 HS15435 EXT085
Improving Pediatric Safety and Quality with Health Care IT 2004 Ferris, Timothy R01 HS15002 | EXT086
Hospital Epidemiology of Pediatric Complex Chronic Conditions: A study 1999 Feudtner, Chris APA Support [EXT087
of Hospital Admission Secular Trends and Case Mix

Profiling the Needs of Dying Children 2000 Feudtner, John C. K08 HS00002 |[EXT088
Better Pediatric Outcomes Through Chronic Care 2000 Fifield, Judith U18 HS11068 | EXT089
Reducing antimicrobial resistance: An RCT 1999 Finkelstein, Jonathan R0O1 HS10247 EXT090
Using Census Data To Monitor Care to Vulnerable Groups 1999 Fiscella, Kevin R01 HS10295 EXT091B
The Impact of HMOs on Disparities 2002 Fiscella, Kevin R0O1 HS10910 EXT091A
Fundamental measurement for health 1999 Fisher, William R01 HS10186 EXT092
Assessing Medical Need Among Children in Managed Care 2001 Fishman, Paul R0O1 HS11314 EXT093
Childhood Injuries Evaluated in the Office Setting 1998 Flaherty, Emalee R03 HS09811|EXT094A
CARES: Child Abuse Reporting Experience Study 2001 Flaherty, Emalee G. R0O1 HS10746 EXT094B
Patient-Centered Access to Resources for Families with Health Related 2004 Fleegler, Eric 04R000101 |EXTO095
Social Problems

Insuring Uninsured Children 2000 Flores, Glenn K08 HS11305 |[EXT096
DOCTOR-PARENT COMMUNICATION AND PEDIATRIC PREVENTION 1993 FORREST, CHRISTOPHER |F32 HS00070 EXTO97A
Alternative Healthcare Delivery Models for Children 2000 Forrest, Christopher B. K02 HS00003 |[EXT097B
RISK ADJUSTERS FOR PEDIATRIC POPULATIONS 1994 FOWLER, ELIZABETH R0O3 HS08441 EXT098
HARLEM URBAN HEALTH RESEARCH INSTITUTE 1992 FRANCIS, CHARLES U01 HS07399 EXT099
Surveillance, Analysis, and Interventions to Improve Patient Safety 2001 Fraser, Victoria U18 HS11898 EXT100
WIC BREASTFEEDING PROMOTION - A RANDOMIZED TRIAL 1992 FREDERICKSON, DOREN | R03 HS07523 EXT101
VIOLENCE AGAINST PREGNANT WOMEN AND PREGNANCY 1993 FRIED, LISE R03 HS08008 | EXT102
OUTCOMES

Impact of a Telecommunication System in Childhood Asthma 1999 Friedman, Robert R0O1 HS10630 EXT103
State and Regional Demonstrations in Health Information Technology 2004 Frisse, Mark E. 290-04-0007 EXT104
Attention Deficit Hyperactivity Disorder (ADHD), Its Subtypes, and Co- 2005 Froehlich, Tanya APA Support |[EXT385
morbidity in a Nationally Representative Sample: Overall Prevalence and

Sociodemographic Variation

POOR OUTCOME FOLLOWING ACUTE OTITIS MEDIA 1993 FROOM, JACK R01 HS07035 EXT105
Child Mental Health and Mental Health Service Use 2002 Ganz, Michael R0O3 HS13047 |[EXT106
Washington University Pediatric Research Consortium 2002 Garbutt, Jane R21 HS13530 EXT107B
Using the telephone to improve care in childhood asthma 2004 Garbutt, Jane R21 HS15378|EXT107A
Statistical Inference for Cost-Effectiveness Analysis 1997 Gardiner, Joseph R01 HS09514 | EXT108
CAHPS I 2002 Garfinkel, Steven U18 HS13193 EXT109
PREHOSPITAL PEDIATRIC INTUBATION AND PATIENT OUTCOME 1995 GAUSCHE, MARIANNE R01 HS09065 EXT110
SOUTHERN STATES MALPRACTICE REFORM DISSEMINATION 1991 GEHSHAN, MICHELE R13 HS06776 EXT111
CONFERE

Geographic accessibility of health care in rural areas 1999 Gesler, Wilbert R01 HS09624 EXT112
Hospital Profiling of Maternity Length of Stay 1999 Giles, Denise F. RO03 HS10569 EXT113
Bay Area Community Informatics Project 2004 Givens, Jeffery P20 HS14893 EXT114
Web-Enabled Asthma Application for Personalized Medical 2001 Goldberg Arnold, Renee J. Small business EXT115
Communication

Risk and recovery in complex environments: L& D as a model 2003 Goldman, Marlene UC1 HS14376 EXT116
Child Health Services Research Training Program 1998 Goldmann, Donald T32 HS00063 EXT405
Minimizing Antibiotic Resistance in Colorado (MARC) 2001 Gonzales, Ralph R01 HS13001 | EXT117
PEAT:Pediatric Emergency Assessment Tool 2000 Gorelick, Marc R03 HS11395 EXT118
Building Bridges for Child Health Research, Policy, and Practice 2000 Grason, Holly R13 HS10100| EXT406
Automated Lab Test Follow-up to Reduce Medical Errors 2002 Greenes, David RO3 HS11711 EXT119
Physician Networks and Children with Chronic Conditions 2002 Grembowski, David R01 HS13147 |[EXT120
Treatment outcomes for abused women in public clinics 2000 Groff, Janet R0O1 HS11079 EXT121
High Risk Periods for Child Injury Among Siblings 2000 Grossman, David C. RO3 HS10724|EXT122
Hospital Service Areas for Pediatrics 2000 Guagliardo, Mark F. R0O3 HS11021 EXT123
Health Care Access for Children of the Working Poor 2002 Guendelman, Sylvia RO3 HS13411|EXT124
Rational Therapeutics for the Pediatric Population 1999 Guess, Harry U18 HS10397 EXT125
Evidence based decision aids to improve women's health 2000 Guise, jeanne-marie K08 HS11338 |[EXT126A
Improving Safety and Quality with Integrated Technology 2004 Guise, Jeanne-Marie R0O1 HS15321 EXT126B
Using military & Aviation simulation experience to improve outcomes 2005 Guise, Jeanne-Marie U18 HS15800|EXT126C
DOES HEALTH COVERAGE IMPROVE MATERNAL HEALTH 1991 HAAS, JENNIFER F32 HS00046 EXT127
OUTCOME?

Transfer of a Novel Pediatric Simulation Program 2001 Halamek, Louis P. U18 HS12022 | EXT128
Epidemiology and External Causes of Pediatric Injury-Related Visitsto 2001 Hambidge, Simon J. APA Support |[EXT129
Emergency Departments and Hospital Outpatient Departments in the

United States

LOW-INCOME WOMEN'S SATISFACTION WITH PRENATAL CARE 1994 HANDLER, ARDEN R0O3 HS08115 EXT130
MATERNITY CARE: SCIENCE, GUIDELINES, MEDICAL PRACTICE 1991 HANFT, RUTH R13 HS06877 EXT131
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HIV HOME HEALTHCARE SERVICES: SURVEY & POLICY ANALYSIS 1990 HANLEY, BARBARA R01 HS06404 EXT132
INFLUENCES ON OB CARE FOR MINORITY, POOR & RURAL 1992 HART, LAWRENCE R0O3 HS07412 EXT133
Impact of Managed Care on African-Americans 1997 Hassan, Mahmud R03 HS09569 | EXT134
FACTORS ASSOCIATED WITH CHILD IMMUNIZATION STATUS 1993 HATCHER, PENNY R03 HS08047 EXT135
CAHPS I 2002 Hays, Ronald U18 HS09204 EXT136
Improving Clinitian-Initiated Research and Technical In 1999 Heneghan, Amy R21 HS13515 EXT137
SELF-SELECTION INTO MEDICAID MANAGED CARE 1994 HERBERT, TERESA F32 HS00089 EXT138
Quality Measures for Severe/Persistent Mental lliness 1999 Hermann, Richard C. R0O1 HS10303 EXT139
Research agenda conference on pediatric quality of care 1996 Hersh, Alice R13 HS09323|EXT407
Blood Product Transfusions and Safe Practices Implementation 2003 Herwaldt, Loreen UC1 HS14312 EXT140
Oregon Patient Safety Evaluation Center 2001 Hickam, David H. P20 HS11550 | EXT141
New Mexico Health Information Collaborative 2004 Hickey, Martin UC1 HS15447 EXT142
The American Academy of Family Physicians (AAFP) DCERPS 2001 Hickner, John M. P20 HS11584 |[EXT143
Improving the Quality and Safety of Regional Surgical Patient Care 2004 Higgins, Michael P20 HS15401 EXT144
through the Creation of a Multi-institutional Partnership for the

Implementation and Support of Perioperative Informatics Tools

PEDIATRIC PREVENTIVE CARE INCENTIVES IN A MEDICAID HMO 1993 HILLMAN, ALAN R01 HS07634 EXT145
Impact of Three Tier Prescription Drug Copay on Use and Spending 2002 Hodgkin, Dominic R0O1 HS13092 EXT146
Intermountain Child Health Services Research Consortium 2001 Hoff, Charles J. and Young, Pe R24 HS11826 EXT147
Study of Functional Outcome After Trauma in Adolescents 1998 Holbrook, Troy R01 HS09707 EXT148
Pediatric 100,000 Lives Campaign 2005 Homer, Charles Contract EXT149D
Gaps in the Quality of Children’s Health Care 2000 Homer, Charles EXT408A
Improving Care for Children with Attention Deficit Hyperactivity Disorder, |2002 Homer, Charles R13 HS12063 | EXT408B
North Carolina, 2002

5th Annual Forum for Improving Children's Health Care, March 16-18, 2005 Homer, Charles R13 HS14202|EXT440
First Annual Forum for Improving Children's Health Care, Tempe, AZ, 2002 Homer, Charles R13 HS12070 EXT408C
March 12-13, 2002

Third Annual Forum for Improving Children's Health Care—March 2-4, 2004 Homer, Charles R13 HS14202 EXT408D
2004 (San Diego, CA)

Family linkages supporting hyperbilirubin (neonatal jaundice) guidelines 1996 Homer, Charles J. R01 HS09390 EXT149C
Community-based Health Services Research Curriculum 1998 Homer, Charles J. R25 HS09792 | EXT149A
Evaluating Quality Improvement Strategies 1999 Homer, Charles J. R01 HS10411 EXT149B
Evidence-based Surfactant Therapy for Preterm Infants 1999 Horbar, Jeffrey D. R01 HS10528 EXT150
Center for Patient Safety in Neonatal Intensive Care 2001 Horbar, Jeffrey D. P20 HS11583 |EXT445
Rural Emergency Departments as Access Points for Teen Smoking 2000 Horn, Kimberly R18 HS10736 EXT151
Intervention

The relationship of health system structure to outcomes in low birth 1999 Hoube, Jill APA Support |[EXT152
weight infants

SOCIOECONOMIC FACTORS IN BIRTH OUTCOMES: THE US AN 1990 HOWELL, EMBRY R0O3 HS06621 EXT153
FRAN

Safety and Financial Ramifications of ED Copayments 2001 Hsu, John R01 HS11434|EXT154B
Impact of Health Information Technology (HIT) on Clinical Care 2004 Hsu, John R0O1 HS15280 EXT154A
The Effect of Public Insurance on Dental Health Outcomes 2001 Hughes, Tegwyn L. RO3 HS11514|EXT155
Antidepressant Medications and Suicidal Behavior in Children and 2005 Hunkeler, Enid Contract EXT386
Adolescents

Primary care performance for low-income children in HMOs 1996 Hurtado, Margarita Patricia R03 HS09339 EXT156
RISK FACTORS FOR PRENATAL DRUG USE AND TREATMENT 1993 HUTCHINS, ELLEN R03 HS08040 EXT157
SUCCESS

INCENTIVES IN A SPECIALTY CARE CARVE-OUT 1998 INKELAS, MOIRA R03 HS10008 EXT158
Preventive Asthma Care Utilization Among Black Children 2002 Ireland, Andrea F31 HS11929 EXT159
Implementing Adolescent Preventive Guidelines 2000 Irwin, Charles E., Jr. R18 HS11095 EXT160
Low Birth Weight in New York City: The Role of Context and Segregation. 1998 Jaffee, Kim R03 HS10061 EXT161
Caregiver Continuity and Impact on Health Care Utilization for Children in 2003 Jee, Sandra 03R000173 |EXT162
Foster Care

IMPROVING OUTCOMES IN HYPOPLASTIC LEFT HEART 2000 JENKINS, PAMELA K08 HS00010 EXT163
Evaluation of postnatal and postpartum care programs 2000 Joesch, Judith R0O1 HS10138 EXT164
Computer based documentation and provider interactions 1999 Johnson, Kevin B. RO03 HS10363|EXT165A
Impact of Electronic Prescribing on Medication Errors in Ambulatory 2001 Johnson, Kevin B. R18 HS11868 EXT165B
Pediatrics

Enhancing Patient Safety through a Universal EMR System 2004 Johnson, Thomas UC1 HS15083 EXT166
Hospital Disaster Plans: Structure, Training and Function 2003 Kaji, Amy F32 HS13985 |[EXT167
Assessing Match in Child/Clinical Communication 1997 Kalish, Charles W. R03 HS09556 EXT168
CCHS-East Huron Hospital CPOE Project 2004 Kall, Greg UC1 HS15076 EXT169
Improving Children's Health Outcomes: Negotiated Care 1991 Kaplan, Sherrie R0O1 HS06897 EXT170
Bar Coding technology and patient and employee safety 2003 Karsh, Ben-Tzion R0O1 HS13610 EXT171
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The Relationship between Poverty, Dietary Intake, and Poor Growth 2000 Kasper, Jennifer APA Support [EXT172
among Children in the United States using the Third National Health and

Examination Survey (NHANES III)

Discharge Criteria for Creation of Hospital Surge Capacity 2003 Kelen, Gabor U01 HS14353 | EXT173
Reporting System to Improve Patient Safety in Surgery 2001 Khuri, Shukri U18 HS11913|EXT174
Childhood Chronic lliness: Enhancing Family Capabilities 2003 Kieckhefer, Gail R01 HS13384|EXT175
Cincinnati Pediatric Research Group Enhancement Project 2000 Kiely, Michele U01 HS11206 EXT176
The Relationship Between Education and Health: Is It Causal? 2005 Kirk, Adele R36 HS15988 EXT387
Methodological Issues in Child-relevant Evidence Syntheses 2002 Klassen, Terry 02R000233 | EXT177
EFFECTIVE HEALTH SERVICES FOR ADOLESCENTS AT RISK 1990 KLEIN, JONATHAN F32 HS00035 EXT178A
Smoking Cessation in Pediatric Practice; Phase | 2003 Klein, Jonathan R0O3 HS14418 EXT178B
Effective organization of adolescent health services 1996 Klein, Jonathan B. HS-08192 EXT179
Barriers to Mental Health Services for Adolescents 2002 Kodjo, Cheryl APA Support [EXT180
DIFFUSION AND ADOPTION OF CHILDREN'S VACCINE GUIDELINES 1992 KONRAD, THOMAS R01 HS07286 EXT181A
Evaluation of a Model of Managed Care for Sickle Cell Disease (SCD) 1997 Konrad, Thomas R. R0O3 HS09553 | EXT181B
Patients

Managing the Risks of Therapeutic Products, January 12-14, 2003 2003 Kramer, Judith R13 HS13929 EXT409
Violence and Spinal Cord Injury: Understanding the Rehabilitation 2002 Kroll, Thilo R03 HS13039 EXT182
Specialized Therapies by Children, Correlates of Use 2003 Kuhlthau, Karen R03 HS13757 |[EXT183
Assessment of School Readiness in Pediatric Office Visits 2001 Kuo, Alice APA Support EXT184
Evaluating a Decision Tool for Prenatal Testing 1999 Kupperman, Miriam R18 HS10214|EXT185
Improving Health Care Outcomes Among the Homeless 2002 Kushel, Margot K08 HS11415 EXT186
Incentive Formularies and the Costs and Quality of Care 2005 Landon, Bruce R01 HS14774 EXT388
PRENATAL CARE SOURCE IN MEDICAID LOW BIRTHWEIGHT 1994 LANGE, LINDA RO03 HS08423 EXT187
Partnership to Improve Children's Health Care Quality 2002 Lannon, Carole U18 HS13721|EXT188
Ethnicity in childhood asthma: What accounts for the variation among 1999 Lara, Marielena APA Support EXT189A
hispanic children

Improving Outcomes in US Latino Children 2000 Lara, Marielena K08 HS00008 EXT189B
Conference on Translational Research for Quality Health, April 7-9, 2005 2005 Larson, Elaine R13 HS15760| EXT443
FETAL AND INFANT MORTALITY REVIEW: HEALTH POLICY TOOL 1997 LAYTON, CHRISTINE R0O3 HS09671 | EXT190
Improving Quality in Medication Management in School—March 23-24, 2003 Lear, Julia R13 HS14208 EXT410
2004

Strategies for Group A Streptococcal Prevention 2004 Lee, Grace K08 HS13908,EXT191
Effects of WIC on Child Medicaid Dental Use and Costs 2001 Lee, Jessica Y. R0O3 HS11607 EXT192
Ethnography of the Social Ethics of Catholic Health Care 2002 Lee, Simon RO3 HS13111|EXT193
Management of maternal depression in primary care 2005 Leiferman, Jenn RO3 HS15764|EXT194
Service Integration 2004 Lemming, Michelle P20 HS15195 |[EXT195
Medicaid Changes: Impact On At-Risk Children 1997 Leslie, Laurel K. R03 HS09563 | EXT196
IN WHOSE CARE & CUSTODY? ORPHANS OF THE HIV EPIDEMIC 1993 LEVINE, CAROL R13 HS07872 EXT197
TRANSLATING PREVENTION RESEARCH INTO PRACTICE 2000 LEVINE, ROBERT U18 HS11131 EXT198
Community HealthLink Care: Regional Electronic Medical Record 2004 Lewis, Thomas P20 HS14962 |[EXT199
Physician Cesarean Rates and Risk-Adjusted Birth Outcomes 2000 Li, Tong R03 HS10795|EXT200
Time to Neonatal and Postneonatal Death, U.S. 1985-95 2000 Liddle, Amanda J. R03 HS11259 EXT201
Asthma Care Quality in Varying Managed Medicaid Plans 1998 Lieu, Tracy U01 HS09935 | EXT202
Improving Safety of Pediatric Sedation 2003 Lightdale, Jenifer K08 HS13675 |EXT203
Communication Errors during Antibiotic Management Calls 2003 Linkin, Darren F32 HS13982 EXT204
Showing Health Information Value in a Community Network 2004 Lobach, David R01 HS15057 |EXT205
Does Primary Care Access Decrease Respiratory Emergency 1998 Lowe, Robert A. R0O1 HS09261 EXT206
Department Visits?

Using Hand-Held Technology to Reduce Errors in ADHD Care 2001 Lozano, Paula R18 HS11859 EXT207
Improving Quality of Care for Children with Special Needs 2004 Lozzio, Carmen P20 HS15426 |EXT208A
Improving Quality of Care for Children with Special Needs 2005 Lozzio, Carmen UC1 HS16133 EXT208B
Outcomes in Spontaneous and Latrogenic Multiple Pregnancy 2000 Lynch, Anne M. R03 HS10700 EXT209
CONSORTIUM FOR COMMUNICATIONS-BASED OUTCOMES 2002 LYONS, JOHN U18 HS13725|EXT210
MANAGEMENT

Clinical Decision Rules in Pediatric Pneumonia 2000 Mahabee-Gittens, E. Melinda |[R03 HS11038 EXT211
The postpartum mandate: Estimated costs and benefits 1996 Malkin, Jesse HS09342 EXT212
ACUPUNCTURE TREATMENT OF DEPRESSION DURING 1998 MANBER, RACHEL R0O1 HS09988 EXT213
PREGNANCY

Factors Mediating the Transmission and Development of Active 2000 Mandalakas, Anna M. APA Support EXT214
Tuberculosis in Children

Online Commentary Use and Antimicrobial Prescribing 1999 Mangione-Smith, Rita M. R01 HS10187 EXT215B
Doctor-Parent Communication and Antibiotic Over-Prescribing 2002 Mangione-Smith, Rita M. K02 HS13299 |[EXT215A
Hospital Industry Restructuring: Impact on Safety Net 1999 Manheim, Larry R01 HS10040 EXT216
Telemedicine For Children in Rural Emergency Departments 2002 Marcin, James K08 HS13179 |[EXT217
IMPROVING THE HEALTH OF MEDICAID-ELIGIBLE INFANTS 1992 MARGOLIS, PETER R0O1 HS07106 EXT218A
Office systems to improve preventive care for children 1996 Margolis, Peter R01 HS08509 EXT218B
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Nurse Staffing, financial performance, quality of care

1999

Mark, Barbara

R0O1 HS10153

EXT219

Emergency preparedness for special populations

2004

Markenson, David

R13 HS14556

EXT411A

Pediatric Disaster Preparedness and Response Conference, Washington,
DC—January/February 2003

2002

Markenson, David

R13 HS13855

EXT411B

DEVELOPMENT OF AN INSTRUMENT TO MEASURE HELP-SEEKING

1991

MAY, KATHLEEN

F32 HS00045

EXT220

Access and Quality of Care for Vulnerable Black Populations

2000

Mayberry, Robert

P01 HS10875

EXT221A

Morehouse School of Medicine (MSM) Clinical Faculty Research Training
Program

2002

Mayberry, Robert

R24 HS11617

EXT221B

Access to Pediatric Subspecialty Care in the USA 2003 Mayer, Michelle K02 HS13309 |[EXT222
FULL TERM INTENSIVE CARE SURVIVORS: OUTCOME 1990 MC CORMICK, MARIE R03 HS06523 EXT223
Racial Disparities: Is it the Content of Care? 2003 McBurney, Patricia 03R000173 |EXT224
Valuation of Primary Care-Integrated Telehealth 2004 McConnochie, Kenneth R0O1 HS15165|EXT225A
Severity of Lower Respiratory Tract lliness in Infants 1997 McConnochie, Kenneth M. R01 HS09062|EXT225C
Efficacy and Reliability of Telemedicine in Routine Pediatric Practice 2000 McConnochie, Kenneth M. R0O1 HS10753 EXT225B
Otitis Media: Parent Education to Avoid Antibiotic Use 2000 McCormick, David P. R0O1 HS10613 EXT226
The Efficacy of Prenatal Care for Women and Children's Health 1996 McCormick, Marie R13 HS09528 EXT412B
Recent Evidence on the Effectiveness of Prental Care 1999 McCormick, Marie EXT412A

PARENTAL LEAVE POLICIES AND MATERNAL AND INFANT HEALTH

1991

MCGOVERN, PATRICIA

R03 HS06950

EXT227

QUALITY AND COST OF CARE FOR HIV+ MEDICAID PATIENTS 1992 MCLAUGHLIN, THOMAS R0O1 HS06893 EXT228
FERTILITY EFFECTS OF MEDICAID FAMILY PLANNING SERVICES 1995 MELLOR, JENNIFER R03 HS08889 EXT229
Third Annual Evidence-Based Practice Conference 2001 Melnyk, Bernadette R13 HS10968 EXT413B
Fourth annual evidence-based practice conference 2002 Melnyk, Bernadette R13 HS13817 EXT413A
Criteria for Referral of Patients with Epilepsy 1999 MetaWorks, Inc., Boston, MA |Evidence-base EXT230
Hospital Use and Costs by Children with Asthma, 1988-1994 1997 Meurer, John R. R0O3 HS09564 EXT231
HOMEMADE CEREAL BASED ORAL REHYDRATION THERAPY 1994 MEYERS, ALAN R01 HS08335 EXT232
Reducing Errors in Pediatric Medicine: Implications for Research and 2002 Miller, Marlene EXT414
Practice

SCHIP, Medicaid and Special Needs Children's Experience 2003 Milner, Susan R0O3 HS13998 EXT233
Improving HIT Implementation in a Rural Health System 2004 Mingle, Daniel UC1 HS15337/EXT234
Maternal Depressive Symptoms and Children's Health Care 2002 Minkovitz, Cynthia R0O3 HS13053|EXT235A
Parenting Effects of Healthy Steps: Health Care Utilization and 2002 Minkovitz, Cynthia R01 HS13086 EXT235B
Expectations for Pediatric Care

Medicaid vs. Premium Subsidy: Oregon's SCHIP Alternatives 1999 Mitchell, Janet B. U01 HS10463 | EXT236
Medicaid Managed Care for Children with Special Health Care Needs 2001 Mitchell, Jean R01 HS10912 | EXT237
(CSHCN)

Adherence in Children with Cystic Fibrosis and Asthma 2002 Modi, Avani F31 HS11768 EXT238
Implementing a Program of Patient Safety in Small Rural Hospitals 2005 Mueller, Keith U18 HS15822 | EXT389
Medication Reconciliation: Bridging Communications Across the 2005 Muller, Melinda U18 HS15904  EXT390
Continuum of Care

School Mental Health: Quality Care and Positive Outcome 1999 Nabors, Laura A. R03 HS09847 |[EXT239
Measuring the Quality of Care for Diabetes 1999 Needleman, Jack R01 HS10332|EXT240
Home Screening for Chlamydia Surveillance 2000 Ness, Roberta B. R0O1 HS10592 | EXT241
Is Quality Care Cost-Effective? HEDIS 2000 Evidence 2000 Neumann, Peter J. RO03 HS10709 | EXT242
Criteria to Determine Disability of Infant/Childhood Impairments 2000 New England Medical Center |Evidence-base EXT243A
Management of Allergic Rhinitis 2000 New England Medical Center |Evidence-base EXT243B
Neonatal Hyperbilirubinemia 2001 New England Medical Center |Evidence-base EXT243C
Disparities in Child & Family Health Care Expenditures 2002 Newacheck, Paul R0O1 HS11662|EXT244
Validation of an Emergency Medical Service Triage Rule for Children in 2000 Newgard, Craig F32 HS00148 |[EXT245
MVAS

AMERICAN INDIAN FAMILY CAREGIVING STRENGTHS 1994 NICHOLS, LEE F32 HS00097 EXT246
State and Regional Demonstrations in Health Information Technology 2004 Nolan, Patricia 290-04-0006 EXT247
HEALTH & COST IMPACT OF MATERNAL CHILD ADVOCATE 1993 NORR, KATHLEEN RO1 HS07624 EXT248
SERVICES

Nationally Representative Quality-of-Life Weights 2005 Nyman, John R0O1 HS14907 EXT391
Facilitating Home Care of Neonatal Chronic Lung Disease 1999 O’Shea, Thomas R01 HS07928 EXT249
NURSING EFFECTIVENESS IN PREVENTIVE CHILD HEALTH 1991 ODA, DOROTHY R0O1 HS06510 EXT250
PROGRAM

DETERMINANTS OF OUTCOMES OF PREGNANCY 1991 OHSFELDT, ROBERT R0O1 HS06685 EXT251
ASSESSING NEUROLOGIC OUTCOME IN ACUTELY INJURED 1994 OKADA, PAMELA F32 HS00091 EXT252
CHILDREN

Critical Challenges in Developing and Applying Pediatric Health Status 2002 Olson, Lynn R13 HS12078|EXT415
and Outcome Measures, Chicago, IL, March 24-25, 2003.

Pharmaceutical Regulation and New Drug Safety 2004 Olson, Mary R03 HS13932|EXT253

Preventing Adolescent Criminal and Other Health-risking Social Behavior.

2001

Oregon Health and Science

Evidence-base

EXT254A

Pediatric, Obstetric, and Computer Based Interventions in Telemedicine 2000 Oregon Health Services Univel Evidence-base EXT254B
Home care of very low birth weight infants with chronic lung disease 1996 O'Shea, Thomas R01 HS08192 | EXT255
An Evolving Statewide Indiana Information Infrastructure 2004 Overhage, Marc 290-04-0015 EXT256
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CUBS: Preventive Services for At Risk Infants 2002 Pace, Robert R21 HS13562 EXT257
Applied Strategies for Interventions of Patient Safety 2001 Pace, Wilson D. U18 HS11878|EXT258
2001 Rural mental health research conference 2001 Pachelli,Sheryl R13 HS10960 EXT416
Bayesian Pattern-Mixture Models (PMM) for Quality of Care Data 2005 Paddock, Susan R03 HS14805 EXT392
Symptom Management: What Works, for Whom and at What Cost? 2005 Page, Gayle R13 HS15769 EXT441
March 19, 2005
Improving Quality of Care for Newborns with Jaundice 1998 Palmer, R. Heather R01 HS09782 | EXT259
Strategies for care of very low birth weight infants 1996 Paneth, Nigel S. R0O1 HS08385 EXT260
ASSESSMENT OF FEBRILE INFANTS LESS THAN 2 MONTHS OF 1993 PANTELL, ROBERT R0O1 HS06485 EXT261
PREDICTORS OF URINARY TRACT INFECTION DURING 1995 PASTORE, LISA R03 HS08901 EXT262
Implementing a simulation based safety cirriculum in a pediatric 2005 Patterson, Mary U18 HS15841 EXT263
emergency department
ED Information Systems—Kentucky and Indiana Hospitals 2004 Pecoraro, David UC1 HS14897 EXT264
Health, Health Insurance and Welfare Dynamics 1998 Perreira, Krista M. R03 HS09884 | EXT265
REGIONAL VARIATION IN PEDIATRIC HOSPITALIZATION 1990 PERRIN, JAMES R01 HS06060 EXT266B
Patterns of referral and care for children on Medicaid 1996 Perrin, James R01 HS09416 EXT266A
Ambulatory Pediatric Association Child Health Services Research 1998 Perrin, James R13 HS09815 EXT417A
Conference
Children with Chronic linessess and Disabilities 2000 Perrin, James EXT417B
Promoting Safety in Child and Adolescent Health Care, April/May 2003  |2002 Perrin, James R13 HS92544 EXT417C
Regionalization, Market Forces, and Neonatal Mortality 2000 Phibbs, Ciaran S. R01 HD36914 EXT267
Meeting the Challenge of Medicaid Managed Care: Best Practices for 2001 Phillips, Rosalie R13 HS10969 EXT418
Clinical Care and Teaching—November 1-3, 2001
The CERTS prescribing safety program 2001 Platt, Richard U18 HS11843 | EXT446
Harvard Pilgrim Health Care CERT 2000 Platt, Richard RO1 HS10247 |EXT447
MEDICAID POLICY AND INFANT SURVIVABILITY 1990 POERTNER, GRACE R0O3 HS06627 | EXT268
Pediatric Emergency Care: Severity and Quality 1999 Pollack, Murray M. R01 HS10238 | EXT269
Informative Technology: Linking Parents and Providers 2002 Porter, Stephen K08 HS11660 EXT270A
ParentLink: Better and Safer Emergency Care for Children 2004 Porter, Stephen R01 HS14947 [EXT270B
The Effect of Medication Errors in the Pediatric ICU 2001 Portnoy, Joel D. KO8 HS11636 EXT271
Statewide Efforts to Improve Care in Intensive Care Unit 2003 Pronovost, Peter UC1 HS14246 EXT272
Creating Online NICU Networks to Educate, Consult and Team 2005 Rachal, Valerie UC1 HS16147 EXT273
Health Policies and Pathways to Mental Health Services for Children 2003 Raghavan, Ramesh RO3 HS13611|EXT274
Obesity, Pharmacological and Surgical Management 2002 RAND Evidence-base EXT275
THE EFFECTS OF RURAL OBSTETRIC CARE PROVIDER 1992 RAY, WAYNE R0O1 HS07321 EXT276A
SHORTAGES
Vanderbuilt Center for Education/Research of Therapeutics 1999 Ray, Wayne U18 HS10384 | EXT276B
Modeling Health Utilization of Medicaid Children 2002 Rein, David R0O3 HS13286 EXT277
Management of Bronchiolitis. 2001 Research Triangle Institute Evidence-base EXT278A

and University of North

Carolina at Chapel Hill
EPC Technical Support for National Institute of Dental and Craniofacial 1999 Research Triangle Institute an( Evidence-base EXT278B
Research
COST OF NEONATAL INTENSIVE CARE 1991 RICHARDS, TONI R01 HS06567 EXT279
A Perinatal Health Services Research in Laboratory Pilot 2000 Richardson, Douglas K. R03 HS10824|EXT280A
Unstudied Infants: Low Risk Babies in a High Risk Place 2000 Richardson, Douglas K. R01 HS10131 EXT280B
Infant Feeding Method and Medicaid Service Utilization 1999 Riedel, Aylin A. R0O3 HS10163|EXT281
DEVELOPMENT OF AN ADOLESCENT HEALTH STATUS MEASURE 1992 RILEY, ANNE R0O1 HS07045 EXT282B
THE REFERRAL PROCESS IN PRIMARY CARE SETTINGS 1994 RILEY, ANNE R03 HS08430 EXT282C
Development of a child health status measure 1999 Riley, Anne R0O1 HS08829 EXT282A
Health Disparities and Hispanic Research, March 31-April 3, 2005 2005 Rios, Elena R13 HS16074|EXT442
Otitis media and language learning sequelae 2002 Roberts, Joanne R13 HS12072 EXT419A
Otitis Media and Language Learning Sequelae, Arlington, VA, May 1-2, 2002 Roberts, Joanne R13 HS12072|EXT419B
Measuring the Quality of Care for High Risk Infants 1999 Rogowski, Jeannette A. R0O1 HS10328 EXT283C
Costs of Care for VLBW Infants 2002 Rogowski, Jeannette A. RO3 HS13429 EXT283A
Evidence-based Selective Referral in VLBW Infants 2002 Rogowski, Jeannette A. R0O1 HS13371 EXT283B
Improving Communication Between Health Care Providers Via a 2004 Root, Jan 290-04-0002 EXT284
Statewide Infrastructure: UHINClinical
Implementing Family Programs in Psychiatric Settings 1999 Rose, Linda E. R0O3 HS10378|EXT285
Improving public health policy for adolescents 2005 Rosenguest, James R36 HS15561 EXT287

STRATEGIES FOR MANAGEMENT OF DENTAL CARIES IN CHILDREN

1992

ROZIER, RICHARD

R0O1 HS06993

EXT288

A Regional, Community-Health Center PBRN 2000 Rust, George S. P20 HS11217 EXT289
Provider Implicit racial bias & medical decision-making 2005 Sabin, Janice R36 HS15676 EXT290
RURAL LBW CHILDREN AND FAMILIES: VISIONS FOR THE FUTURE 1994 SACHS, BARBARA R13 HS07950 EXT291
Partners in Transition: Adolescents and Managed Care Conference 2000 Salisbury, Lois R13 HS10109 EXT420
Rural Trial of Clinic Order Entry with Decision Support 2004 Samore, Matthew R0O1 HS15413|EXT292
ACCESS TO AMBULATORY CARE BY THE INDIGENT 1993 SAVER, BARRY R03 HS07253 EXT293
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STUDY OF HIGH SCHOOL HIV/STD RISK REDUCTION PROGRAM 1993 SCHUSTER, MARK R03 HS08055 EXT294
Effectiveness of NHLBI Guide on childhood asthma outcome 1999 Scribano, Philip HS09825 EXT295
The Impact of the Oregon Health Plan on TANF Leavers' Ability to Care 2001 Seccombe, Karen M. R01 HS11322|EXT296
for Their Families' Health

Measuring Quality of Care for Vulnerable Children 1999 Seid, Michael R01 HS10317|EXT297C
Managing the Health Needs of Vulnerable Children: Families' Experience 2001 Seid, Michael RO3 HS11751|EXT297B
Barriers to Care for Chronically Ill Vulnerable Children 2002 Seid, Michael RO03 HS13058 EXT297A
Implementation of Otitis Media Practice Guidelines With Priority 2000 Selby, Joe V. Contract EXT298
Populations

NURSING INTERVENTIONS TO IMPROVE EPSDT UTILIZATION 1990 SELBY-HARRINGTON, MAIJARO1 HS06507 | EXT299
CHARACTERIZING FAMILIES IN A PEDIATRIC RESEARCH 1992 SENTURIA, YVONNE R03 HS07271 EXT300A
Testing a New Measure of Quality of Asthma Care 2002 Senturia, Yvonne R03 HS13081 EXT300B
Continuity Research Network (CORNET) 2002 Serwint, Janet R21 HS13582 | EXT301
Do Urine Tests Increase Chlamydia Screening in Teens? 1999 Shafer, Mary-Ann R0O1 HS10537 EXT302
COMPETITION AND ACCESS TO NICCUS IN CALIFORNIA 1998 SHAFFER, ELLEN R03 HS10014 EXT303
HIV cost and services utilization study 1999 Shapiro, Martin U01 HS08578 EXT304A
UCLA/DREW/RAND Program to Address Disparities in Health 2000 Shapiro, Martin P01 HS10858 [EXT304B
Implementing Pediatric Patient Safety Practices 2002 Sharek, Paul U18 HS13698 EXT305
Risk Analysis of Pediatric Chemotherapy Processes 2003 Shenep, Jerry UCI HS14295 |[EXT306
Quality of Care for Children with Special Needs in Managed Care 1998 Shenkman, Elizabeth U01 HS09949 EXT307A
Access and Quality of Care for Low Income Adolescents 1999 Shenkman, Elizabeth A. U01 HS10465 EXT307B
Health Utilities in Hepatitis C Infected Patients 1999 Sherman, Kenneth R03 HS10366 EXT308
Medicaid managed care for asthma: Does plan type matter? 1996 Shields, Alexandra R03 HS09327 |[EXT309
Electronic Records to Improve Care for Children 2004 Shiffman, Richard UC1 HS15420 EXT310
DOMESTIC ABUSE, HEALTH STATUS, AND HMO HEALTH CARE USE 1997 SHYE, DIANA R03 HS09525 EXT311
Creating Online NICU Networks to Educate, Consult and Team 2004 Siders, Jane P20 HS14996 EXT312
DIETARY FACTORS RELATED TO ADVERSE BIRTH OUTCOMES 1994 SIEGA-RIZ, ANNA F32 HS00095 EXT313
Conditional Length of Stay (CLOS): A Pediatrics Outcome Measure 1999 Silber, Jeffrey H. R01 HS09983 EXT314
Ambulatory Injury: The Role of Race/Ethnicity and Socioeconomic Status 2005 Simon, Tamara APA Support [EXT393
Enhanced Patient Safety Intervention to Optimize Medication Education 2005 Sirio, Carl U18 HS15851|EXT394
(EPITOME)

ADOLESCENT ACCESS TO HEALTH CARE--THE TEENS' 1993 SLAP, GAIL R0O3 HS07876 EXT315
PERSPECTIVE

MIGRANT FARM WORKERS' HEALTH NEEDS AND ACCESS TO 1992 SLESINGER, DORIS R03 HS06524 EXT316
SERVICE

BIRTH OUTCOMES SATISFACTION WITH CARE AND MALPRACTICE {1990 SLOAN, FRANK R0O1 HS06499 EXT317
Hospital Reported Medical Injury in Children 2000 Slonim, Anthony D. RO03 HS11022|EXT318A
Improve Safety of Blood Product Transfusions in Children 2003 Slonim, Anthony D. K08 HS14009 |[EXT318B
Translating National Pediatric PBRN Research into Practice 2002 Slora, Eric R21 HS13512|EXT319
PRENATAL DIABETES EDUCATION IN PIMA INDIANS 2000 SMITH, CAROLYN R03 HS10802 EXT320
ROLE OF HEALTH SERVICES IN THE EXCESS MORTALITY OF IDDM 1990 SONGER, THOMAS F32 HS00038 EXT321
Outcomes of Legislated Increases in Maternity Stays 1999 Soumerai, Stephen B. R01 HS10060| EXT322
Otitis Media with Effusion 1999 Southern California Evidence-k Evidence-base EXT323
Mississippi Building Research Infrastructure and Capacity Project 2001 Southward, Linda H. P20/R24 HS11EXT324
INFANT DEATHS TO TEEN MOTHERS: SAN ANTONIO 1935 TO 1985 1992 SOWARDS, KATHRYN R03 HS07542 EXT325
Safe Critical Care: Testing Improvement Strategies 2005 Speroff, Theodore U18 HS15934 EXT395
Evaluation of Kansas HealthWave 1999 St. Peter, Robert F. U01 HS10536 EXT326
Time Series Modeling of Trends in Medication Prescribing 2002 Stafford, Randall R0O1 HS13405 EXT327
PBRN CHARACTERIZATION & AUTOMATED NAMCS PATIENT 2000 STANGE, KURT U01 HS11176 EXT328
REPORT

Design and produce sensitive instruments for valid assessment of child 1996 Starfield, Barbara HS08829 EXT329
health status

Are There Social Class Gradients in Adolescent Health? 2000 Starfield, Barbara EXT421
PHARMACEUTICAL CARE AND PEDIATRIC ASTHMA OUTCOMES 1993 STERGACHIS, ANDREAS R01 HS07834 | EXT330
Validation of a Disease Specific Health Status Instrument 1999 Stewart, Michael R03 HS09829 EXT331
Seeking and Denying Antibiotic Treatment in Pediatrics 1999 Stivers, Tanya J. RO3 HS10577|EXT332
The PeaceHealth Community-wide Electronic Shared Medication List 2003 Stock, Ronald UC1 HS14315 EXT333
Impact of Managed Care Organization (MCO) Policy on Quality of 1998 Stuart, Bruce U01 HS09950 EXT334
Pediatric Asthma Care

Evaluating the Impact of an ACPOE/CDS System on Outcomes 2004 Sullivan, Sean UC1 HS15319 EXT335
EMERGENCY MEDICAL SERVICES FOR CHILDREN 1995 SURUDA, ANTHONY R01 HS09057 EXT336
A PROSPECTIVE STUDY OF AN OUT-OF-HOSPITAL BIRTH CENTER 1993 SWARTZ, WILLIAM R01 HS07161 EXT337
Health Care Access, Quality and Insurance for Children with Special 1999 Swigonski, Nancy L. U01 HS10453 | EXT338
Health Care Needs

New York's SCHIP: What works for vulnerable children 1999 Szilagyi, Peter G. U01 HS10450 EXT339
Characteristics of Smoking Parents: Insights to Engage Pediatricians and 2003 Tanski, Susanne 03R000173 |EXT340A

Improve Tobacco Interventions to Parents
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Pediatricians' tobacco cessation attitudes 2003 Tanski, Susanne R03 HS13789 EXT340B
Center for Evaluation and Research in Pediatric Safety 2001 Taylor, James A. P20 HS11590 |[EXT448
Teamwork and Error in Neonatal Intensive Care 2000 Thomas, Eric J. U18 HS11164 EXT341
Long-Term Health Care Effects of Domestic Violence 2002 Thompson, Robert R0O1 HS10909 EXT342
ACCESS TO MEDICAL CARE AND THE DEMAND FOR MEDICAL 1992 TILFORD, JOHN R03 HS07554 EXT343A
CARE

QUALITY & COST CONTAINMENT IN PEDIATRIC INTENSIVE CARE 1995 TILFORD, JOHN R01 HS09055 EXT343B
CENTER FOR MEDICAL TREATMENT EFFECTIVENESS PROGRAMS 1993 TILLEY, BARBARA U01 HS07386 [EXT344
Research Agenda for Pediatric Burns Outcomes Measurement—April 9- 12001 Tompkins, Ronald R13 HS10950 EXT422
11, 2001

Puerto Rico Health Services Research Institute 2003 Torres-Zeno, Roberto R24 HS14060 EXT345
Impact of prenatal Medicaid program on newborns' health 1996 Trenhom, Christopher HS09332 EXT346
PRIMARY CARE FOR HIGH RISK INDIGENT INFANTS 1992 TYSON, JON R01 HS06837 EXT347
Refinement of HCUP Quality Indicators 1999 University of California, San Fr Evidence-base EXT348
Economic Incentives: Impact on Use/Outcomes of Preventive Health 2002 University of Minnesota Evidence-base EXT349A
Services

Efficacy of Behavioral Interventions to Modify Physical Activity 2002 University of Minnesota Evidence-base EXT349B
Cross-Cutting Quality Measures for Cancer Control 2002 University of Ottawa Evidence-base EXT350A
Sexuality and Reproductive Health Following Spinal Cord Injury-Phase | 2002 University of Ottawa Evidence-base EXT350B
Feasibility Study

NEW MEXICO MEDTEP RESEARCH CENTER IN MINORITY 1992 URBINA, CHRISTOPHER U01 HS07389 EXT351
POPULATION

Annual child health services research meeting 2005 Valentine, Wendy R13 HS14742 |EXT423A
The Fourth Annual Child Health Services Research (CHSR) Meeting: At 2002 Valentine, Wendy R01 HS08201|EXT423D
the Cutting Edge of Research and Policy, Washington, DC , June 22,

First International Child Health Services Research Meeting—September 2003 Valentine, Wendy 290-98-0003 EXT423B
20, 2003

The Fifth Annual Child Health Services Research Meeting—What Works 2003 Valentine, Wendy R01 HS08201|EXT423C
in Child Health Services Research—June 26, 2003

The Sixth Annual Child Health Services Research Meeting—Child Health | 2004 Valentine, Wendy R13 HS14654,EXT423E
Services Research Across Systems—June 5, 2004 (San Diego, CA)

Developing an Asthma Management Model for Head Start Children 2000 Vargas, Perla A. U18 HS11062 | EXT352
A Pediatric PBRN (Pediatric PitNet) and a Pilot Project 2002 Wald, Ellen R21 HS13523|EXT353A
Improving chronic disease health status and utilization 2000 Wallander, Jan R03 HS10812|EXT354
Effect of Out-of-Hospital Endotracheal Intubation Errors 2004 Wang, Henry K08 HS13628 | EXT355
Promoting Effective Communication and Decision-Making in Diverse 2000 Washington, Eugene P01 HS10856 |[EXT356
Populations

Latina Immigrants, Bridge Persons, and Preventive Health 2003 Wasserman, Melanie R03 HS13864 EXT357
Enhancing the Capacities of a National Pediatric PBRN 2000 Wasserman, Richard C. P20 HS11192 |[EXT358A
Defining Patient visits in a National Pediatric PBRN 2001 Wasserman, Richard C. U01 HS11192 EXT358B
Asthma School Initiative: Evaluating Three Models of Care 1999 Webber, Mayris P. R18 HS10136|EXT359
Teen Suicide: Attributes and Opportunities for Prevention 2004 Webster, Romi 04R000101 |EXT360
Racial/Ethnic Differences in CAHPS Ratings and Reports 2001 Weech-Maldonado, Robert J. |R03 HS11386 EXT361
Assessing cost-effectiveness of practice guidelines to reduce asthma 1996 Weiss, Kevin HS08368 EXT362A
morbidity among children

Outcomes assessment in pediatric asthma 1999 Weiss, Kevin R01 HS08368 EXT362B
National Asthma Disparities Conference, February 21-23, 2005 2005 Weiss, Kevin R13 HS15762|EXT439
El Dorado County Safety Network Technology Project 2004 West, Neda P20 HS14908 EXT363
Consumer Assessment of Health Plans Survey for Children with Special 2000 Weststat, Inc Contract EXT364
Health Care Needs Dissemination

APPLYING BIOMECHANICAL EPIDEMIOLOGY TO INJURY 1995 WINSTON, FLAURA R0O1 HS09058 EXT365
PREDICTION

PEDIATRIC BRAIN TUMOR SURVIVAL: RACE & INSURANCE STATUS 1993 WITMAN, PHILIP R03 HS07488 EXT366
Family Influences on Children's Health and Healthcare 2000 Witt, Whitney P. R03 HS11254 EXT367A
Treatment of Maternal Depression and the Impact on Children's Use of 2002 Witt, Whitney P. APA Support EXT367B
and Expenditures for Health Care

Factors that Influence Children's Health Care Utilization 1998 Wong, Sabrina T. R03 HS10004 | EXT368
Prescribing patterns and factors influencing choice of antibiotic of Otitis 1998 Wong, Shale APA Support |[EXT369
Media

Impact of Gait Analysis on Surgical Outcomes 2004 Wren, Tishya R01 HS14169 EXT370
TRIP (Translating Research Into Practice) for Postpartum Depression 2005 Yawn, Barbara RO1 HS14744 EXT396
Barriers to Anti-Inflammatory Use in Childhood Asthma 2000 Yoos, Hannelore R03 HS10689 EXT371
Evaluation of the Rewarding Results Program 2002 Young, Gary U01 HS13591 | EXT372
Predictors and Costs of Adolescent Risky Behavior 2002 Youngblade, Lise R03 HS13261 EXT373
Ethnic Differences in Complementary and Alternative Medicine Use 2004 Yussman, Susan 04R000101 |EXT374

among Older US Adolescents
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Analysis of Fee-For-Service vs. Managed Care for Children with Special 1999 Zimmerman, Janet U01 HS10441 EXT375
Health Care Needs

IMMUNIZATION BARRIERS: A STUDY OF GENERALIST PHYSICIANS 1994 ZIMMERMAN, RICHARD R01 HS08068 EXT376A
Immunization Barriers 1997 Zimmerman, Richard K. R03 HS09527 EXT376B
Development of a child mental health and substance abuse agenda 1996 EXT377
Learning from SCHIP | and Learning from SCHIP I 1998 EXT432
SCHIP: Implementing Effective Programs and Understanding Their 1998 EXT434
State Children's Health Insurance Program (SCHIP) Evaluation Strategy 1998 EXT437
Workshop

Coordinating Publicly Funded Healthcare Coverage for Children 1999 EXT425
Improving Children’s Health Through Health Services Reasearch - 1999 EXT427
Children’s Health Services Research Meeting

SCHIP: What's Happening? What's Next? 1999 EXT435
Children with Special Health Care Needs: Developing Integrated Systems 2000 EXT424
of Care

Improving the Care Delivered to Children Served by State Agencies 2000 EXT430
Second Annual Meeting of Child Health Services Researchers: The Role 2000 EXT436
of Partnerships

Improving the Quality of Care Delivered to Children Served by State 2001 EXT431
Agencies

Third Annual Child Health Services Research Meeting: Bridging 2001 EXT438
Research, Practice and Policy

Designing Systems of Care that Work for Children with Special Health 2002 EXT426
Care Needs

Improving Early Childhood Development: Promising Strategies for States | 2002 EXT429
and the Health Care System

Quality Measures for Children's Health Care: State of the Science and 2002 EXT433
Practice—A Strategy Development Meeting, February 5-6, 2002.

Evidence-based Practice Centers 1996 EXT444
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Appendix B. Interview Protocol

Oral Consent:

Before we begin I’d like to give you some background information on RAND and this
study and also go over our confidentiality agreement. RAND is a private nonprofit research
institution that conducts independent and objective research and analysis to advance public
policy. RAND has been contracted by AHRQ to evaluate the impact of their children’s health
research. This interview is part of that evaluation.

Required Consent Procedures: Before we get started, let me assure you that your responses to
these questions will be held in strict confidence, and will not be disclosed to anyone outside the
project, except as required by law. Summary information from these interviews, together with
material taken from public documents, will be presented in reports; however, no specific
individual will be identified by name or affiliation in any reports or publications without his or
her permission.

Your participation in this discussion is completely voluntary. We would like to have your
responses to all of the questions; however, if you are uncomfortable with any question we can
skip it. We estimate that the interview will take about 1 hour.

Do you have any questions about our confidentiality procedures before we begin? (If yes,
respond to all questions. If no, proceed with discussion).

Interview:

We are interested in understanding more about (Case Activity), as well as your impressions,
more generally, with regard to AHRQ and its children’s health activities. With regard to (Case
Activity), we would like to know what impact it had, how that impact came about, and the role
that AHRQ and other stakeholders played in bringing about this impact.

Background
1. How would you describe your work or your organization’s work related to child health

policy / clinical care / outcomes?
2. What work have you or your organization done related to (Case Activity)?

Impact
3. How would you describe the impact that this (Case Activity) had on child health policy /

clinical care / outcomes?
a. What, in your opinion, was the main impact of this work?
b. What factors were most important in creating the impact?
c. What factors prevented it from having a larger impact?

Process
4. How would you describe your involvement in this (Case Activity)?
5. How would you describe the role of other stakeholders in this (Case Activity)?
6. How would you describe AHRQ’s role in this (Case Activity)?
7. How did the different stakeholders connect around this (Case Activity)?



Appendix B. Interview Protocol

AHR
8. What was it like to work with AHRQ in terms of this (Case Activity)?
a. What were the positives and negatives?
b. Where to improve?
9. What role did AHRQ play in connecting stakeholders around this (Case Activity)?
a. How, if at all, did AHRQ partner with other HHS agencies in this case?
10. Do you know of others who were affected by this case?
11. What, if anything, could AHRQ have done to increase the impact of this (Case Activity)?
a. Are there things you think AHRQ could do differently in similar cases in the
future?
12. What was the most important aspect of AHRQ’s involvement?
13. Comment on AHRQ staff’s activities related to partnership, implementation,
dissemination

I’d like to switch now to thinking about AHRQ and their children’s health activities more
broadly:

14. How do you see children’s health activities fitting into the overall mission of AHRQ?

15. What are your impressions generally of AHRQ’s children’s health activities and their
impact on policy, practice, or outcomes?

16. Can you comment on the ways that structural or organizational characteristics of AHRQ
enhanced or diminished the impact of these activities?

17. Are there ways AHRQ could be organized differently to enhance the impact of its child
health activities?



Appendix C: Tables and Figures

Table 1. Excluded External Research Activities

Source # of Activities | Reasons
Excluded

New Starts Database 1 Activity not substantially related to children’s health

Conference and 0

Workshops Links

SCHIP 0

IT Page 0

CHIRI 2 Activity not funded by AHRQ

GOLD, child 1 Activity not substantially related to children’s health

subcategory

GOLD, abstract 28 Activity not substantially related to children’s health
(13); Activities related to fertility (1); Activities only
tangentially related to children’ health (11); Activity
focuses on parents’ health but no direct study of
impact on children’s health

AMIS 24 Activities not substantially related to children’s

health (18); Activities only tangentially related to
children’s health (6)




Table 2. Interview Topics by Primary Objective

Interview Topic Primary Primary Primary
Objective 2 | Objective 3 | Objective 4

Describe impact of case activity X

Which processes were important in bringing

about this impact x x

How AHRQ’s involvement brought about this

impact including staff activities related to X X X

partnership, implementation, dissemination

Structure and organization of AHRQ and how

that structure and organization interfaces with X X

children's health care issues

Interaction/partnership with AHRQ X




Table 3. Number of External Child Health
Activities by First Year of Funding

Year Number of External
Activities

1990 13
1991 11
1992 20
1993 20
1994 14
1995 8
1996 19
1997 13
1998 22
1999 61
2000 74
2001 50
2002 71
2003 36
2004 48
2005 34
Totals 514




Table 4. Total and Average Number of External Child Health Activities
by Time Period According to First Year of Funding

First Year of Number of External | Average Number of
Funding Activities External Activities
1990-1995 86 14.3
1996-1998 54 18.0
1999-2002 256 64.0
2003-2005 118 39.3

Totals 514
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Figure 2. Funding for Child Health Activities by Initial Funding Year




Table 5. Funding for External Child Health

Activities by Time Period

Year Total Child Health
Funding
1990-1995 $42,096,000
1996-1998 $36,701,000
1999-2002 $208,428,000
2003-2005 $65,415,000
Totals $352,639,000
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Table 6. Total and Average Number of Child Health Publications by

Initial Funding Year

Initial Funding Number of Average Number of
Year Publications Publications per
Activity

1996 54 3.6

1997 25 2.1

1998 53 3.1

1999 245 4.4

2000 209 3.4

2001 68 1.7

2002 87 1.5

Totals 741 2.9




Table 7. AHRQ Strategic Goals

Strategic Plan Goals

Budget Justification Goals

AHRQ Strategic
Goals

Supporting improvement in
health outcomes

1.Improve health
outcomes

Identifying strategies to
improve access, foster
appropriate use, and reduce
unnecessary expenditures

Efficiency — Achieve wider
access to effective health care
services and reduce health care
costs.

2.Improve access,
appropriate use
and efficiency and
reduce costs

Effectiveness — Assure that
providers and
consumers/patients use
beneficial and timely health
care information to make
informed decisions/choices.

3.Use data to make
informed
decisions

Strengthening quality
measurement and improvement

4.Strengthen quality
measurement and
improvement

Safety/Quality — Reduce the
risk of harm from health care
services by promoting the
delivery of appropriate care that
achieves the best quality
outcome.

5.Promote safety

Organizational Excellence —
Develop efficient and
responsive business processes.




Table 8. Number and Percent of External Child Health Activities by AHRQ Strategic Goals, Overall and Over Time

AHRQ Strategic Goals Number of | Percent of Categories by Years
External External 1990-1995 | 1996-1998 | 1999-2002 | 2003-2005
Activities Activities (n=86) (n=54) (n=256) (n=118)
1. Improve health outcomes 269 52% 63% 54% 55% 38%
2. Improve access, appropriate use and efficiency 131 25% 37% 44% 23% 13%
and reduce costs
3. Use data to make informed decisions 50 10% -- -- 5% 31%
4. Strengthen quality measurement and 8 2% -- -- 3% 1%
improvement
5. Promote safety 56 11% -- 2% 13% 18%
Total 514 100% 100% 100% 100% 100%




Table 9. Total and Percent of Funding for External Child Health Activities by AHRQ
Strategic Goals

AHRQ Strategic Goals

Total Funding

Percent of Total

Funding
1. Improve health outcomes $142,235,000 40%
2. Improve access, appropriate use and efficiency $75,814,000 21%
and reduce costs
3. Use data to make informed decisions $46,779,000 13%
4. Strengthen quality measurement and $4,097,000 1%
improvement
5. Promote safety $83,715,000 24%
Total $352,639,000 100%




Table 10. Number and Percent of Publications by AHRQ Strategic Goals

AHRQ Strategic Goals Number of Percent of
Publications | Publications

1. Improve health outcomes 398 54%

2. Improve access, appropriate use and 227 31%
efficiency and reduce costs

3. Use data to make informed 25 3%
decisions

4. Strengthen quality measurement and 16 2%
improvement

5. Promote safety 75 10%

Total 741 100%




Table 11. Number and Percent of External Activities by Children’s Health Strategic Plan Goals, Overall and Over Time

Children’s Health Strategic Plan Goals Number of | Percent of Categories by Years
External External 1990-1995 | 1996-1998 | 1999-2002 | 2003-2005
Activities Activities (n=86) (n=54) (n=256) (n=118)
1. Contribute to new knowledge about child 311 61% 72% 69% 62% 45%
health services.
2. Create tools and nourish talent to strengthen 127 25% 15% 19% 20% 44%
the knowledge base in child health services.
3. Translate new knowledge into practice. 31 6% 5% 9% 7% 3%
4. Improve communication with stakeholders in -- -- -- -- -- --
child health.”
5. Include children and child health care in all 4 1% -- -- <1% 3%
AHRQ-supported research.”
6. Balance the AHRQ research portfolio to 41 8% 8% 4% 10% 6%
represent a broader range of children and child
health care.
Total 514 100% 100% 100% 100% 100%

a

AHRQ funded a number of conferences and workshops to bring stakeholder together, but these activities were categorized according to

their topical area.

Many of the external activities could be categorized as including children and child health care in all AHRQ-supported research,
but these activities were categorized according to their subject matter.




Table 12. Total and Percent of Funding for External Child Health Activities by Children’s

Health Strategic Plan Goals

Children’s Health Strategic Plan Goals

Total Funding

Percent of Total

Funding
1. Contribute to new knowledge about child $195,233,000 55%
health services.
2. Create tools and nourish talent to strengthen $98,189,000 28%
the knowledge base in child health services.
3. Translate new knowledge into practice. $26,630,000 8%
4. Improve communication with stakeholdersin | = ------m-mmmem-
child health.
5. Include children and child health care in all $1,205,000 <1%
AHRQ-supported research.
6. Balance the AHRQ research portfolio to $31,382,000 9%
represent a broader range of children and child
health care.
Total $282,691,041 100%




Table 13. Number and Percent of Publications by Children’s Health
Strategic Plan Goals

Children’s Health Strategic Plan
Goals

Number of
Publications

Percent of
Publications

1.

Contribute to new knowledge about
child health services.

473

64%

2.

Create tools and nourish talent to
strengthen the knowledge base in
child health services.

136

18%

. Translate new knowledge into

practice.

64

9%

. Improve communication with

stakeholders in child health.

. Include children and child health care

in all AHRQ-supported research.

. Balance the AHRQ research portfolio

to represent a broader range of
children and child health care.

68

9%

Total

741

100%




Table 14. AHRQ Portfolios of Research

Portfolio of Research

Description

1. | Care Management Mission To promote the receipt of effective, evidence-based, and patient-centered care for acute and
chronic conditions through research, information dissemination, tool development, and
promotion of policies.

2. | Cost, Organization, and Socio- To improve quality, efficiency, and effectiveness of health care by providing public and

Economics Mission private decisionmakers with the information, tools, and assistance they need to improve the
way they organize, finance, pay for, and regulate health care.

3. | Data Development Mission To develop and maintain data and tools to measure health care quality, efficiency, and
effectiveness and to facilitate data use and translation into usable information by external and
internal stakeholders to inform decision-making and quality improvement processes.

4. | Health Information Technology To increase the development, diffusion, and adoption of health IT to improve the quality,

Mission safety, efficiency, and effectiveness of health care for all Americans.

5. | Long-term Care (LTC) Mission To improve outcomes, quality, and evidence-based info focused on care provided in all LTC
settings, transitions across settings, special service accommodation for the LTC population
(e.g., assistance with mobility, basic activities of daily living, homemaker services and other
role activities across all ages): a primary focus is on improving and maintaining functioning,
community participation, and health-related quality of life.

6. | Patient Safety Mission To decrease errors, risks, and/or hazards in health care and their harmful impact on patients.

7. | Pharmaceutical Outcomes Mission | To improve health outcomes through the safe and effective use of pharmaceuticals.

8. | Prevention Mission To increase the adoption and the delivery (and use) of evidence-based clinical preventive
services in the United States.

9. | System Capacity and Emergency To empower communities and health care systems to support all people by enhancing system

Preparedness Mission capacity and preparing for urgent and emergent demands and needs.
10. | Training Mission To continue to foster the growth, dissemination, and translation of the field and science of

health services research to achieve AHRQ's mission and address Department priorities in the
transfer of health care research.




Table 15. Number and Percent of External Child Health Activities by AHRQ Portfolios of Research, Overall and Over Time

AHRQ Portfolios of Research Number of | Percent of Categories by Years
External External 1990-1995 | 1996-1998 | 1999-2002 | 2003-2005
Activities Activities (n=86) (n=54) (n=236) (n=118)
1. Care Management Mission 191 37% 50% 33% 39% 26%
2. Cost, Organization, and Socio- 134 26% 38% 46% 24% 13%
Economics Mission
3. Data Development Mission 2 <1% -- -- 1% --
4. Health Information Technology 51 10% -- -- 5% 33%
Mission
5. Long-term Care (LTC) Mission -- -- -- -- -- --
6. Patient Safety Mission 55 11% -- 4% 13% 16%
7. Pharmaceutical Outcomes 11 2% -- 2% 3% 2%
Mission
8. Prevention Mission 31 6% 5% 9% 7% 3%
9. System Capacity and Emergency 4 1% -- -- <1% 3%
Preparedness Mission
10. Training Mission 35 7% 7% 6% 8% 5%
Total 514 100% 100% 100% 100% 100%




Table 16. Total and Percent of Funding for External Child Health Activities by AHRQ
Portfolios of Research

AHRQ Portfolios of Research Total Funding Percent of Total
Funding

1. Care Management Mission $81,605,000 23%

2. Cost, Organization, and Socio- $76,596,000 22%
Economics Mission

3. Data Development Mission $766,000 <1%

4. Health Information Technology $48,303,000 14%
Mission

5. Long-term Care (LTC) Mission --- -—-

6. Patient Safety Mission $64,679,000 18%

7. Pharmaceutical Outcomes $21,546,000 6%
Mission

8. Prevention Mission $25,267,000 7%

9. System Capacity and Emergency $1,423,000 <1%
Preparedness Mission

10. Training Mission $32,455,000 9%

Total $352,639,000 100%




Table 17. Number and Percent of Publications by AHRQ Portfolios of

Research
AHRQ Portfolios of Research Number of Percent of
Publications | Publications
1. Care Management Mission 304 41%
2. Cost, Organization, and Socio- 230 31%
Economics Mission
3. Data Development Mission -—- —
4. Health Information Technology 25 3%
Mission
5. Long-term Care (LTC) Mission --- ---
6. Patient Safety Mission 66 9%
7. Pharmaceutical Outcomes Mission 31 4%
8. Prevention Mission 64 9%
9. System Capacity and Emergency - -
Preparedness Mission
10. Training Mission 21 3%
Total 741 100%




Table 18. Child Health Publications by Stryer Category

Stryer Category Number of Percent of
Publications | Publications

1. Research findings 470 70%

2. Policy impact 95 14%

3. Clinical impact 99 15%

4. Outcomes impact 8 1%

Total 672 100%




Table 19. Mean (standard deviation) Stryer Score, Citations, and Impact Factors for Children’s
Health Research Publications, Overall and by Categorization (Excludes Internal Publications)

Mean (Standard Deviation)

AHRQ Strategic Goals Stryer Citations Impact
Score Factor
1. Improve health outcomes 1.51 (.80) | 7.38 (11.14) | 3.92 (4.51)
2. Improve access, appropriate use and efficiency and 1.46 (.83) | 4.23°(6.41) | 3.06 (2.63)
reduce costs
3. Use data to make informed decisions 2.04* (1.07) | 9.93 (11.78) | 3.92 (4.75)
4. Strengthen quality measurement and improvement NA NA NA
5. Promote safety 1.26 (.58) 11.37 3.47 (3.56)
(32.31)
Children’s Health Plan Strategic Goals
1. Contribute to new knowledge about child health 1.51 (.89) | 7.34(10.81) | 3.60 (4.03)
services.
2. Create tools and nourish talent to strengthen the 1.55(.74) | 7.00 (10.06) | 3.63 (3.95)
knowledge base in child health services.
3. Translate new knowledge into practice. 2.21*(97) | 1.36(1.86) | 2.97(1.71)
4. Improve communication with stakeholders in child NA NA NA
health.
5. Include children and child health care in all AHRQ- 1.27 (.65) 9.14 (5.27) | 3.73(3.42)
supported research.
6. Balance the AHRQ research portfolio to represent a 1.27 (.69) | 11.72(37.7) | 5.31(6.23)
broader range of children and child health care.
AHRQ Portfolios of Research
1. Care Management Mission 1.40%° (.81) | 6.53(9.13) | 3.54 (4.07)
2. Cost, Organization, and Socio-Economics Mission 1.55* (.73) | 6.95(10.07) | 3.61 (3.93)
3. Data Development Mission NA NA NA
4. Health Information Technology Mission 22112810 1136 (1.86) | 2.97 (1.71)
(.97)
5. Long-term Care (LTC) Mission NA NA NA
6. Patient Safety Mission 1.18%% (.58) 11.86 4.99 (5.86)
(40.25)
7. Pharmaceutical Outcomes Mission 1.75 (1.00) 13.63 4.96 (5.27)
(19.88)
8. Prevention Mission 2.04"1° 1993 (11.78) | 3.92 (4.75)
(1.07)
9. System Capacity and Emergency Preparedness NA NA NA
Mission
10. Training Mission 1.27%%(59) | 5.64(6.09) | 3.72 (1.43)
Overall 1.47 (.78) | 7.44 (14.53) | 3.79 (4.52)

* = different from all other categories at p < 0.05

1,2, 3, etc.

= different from specific category represented in superscript at p < 0.05




Table 20. Average Impact Score of Child Health Publications by

Stryer Category
Stryer Category Average Impact Score
1. Research findings 3.16
2. Policy impact 3.65
3. Clinical impact 4.56
4. Outcomes impact 7.84




Appendix D List of Coded Publications 10-5-06

Author Year |Title Journal Impact Cites | Stryer | Childrens' AHRQ AHRQ
Score Health Plan | Strategic | Portfolios
Strategic Goals of Work
Goals
Abdolrasulnia, M., Collins, B. C., 2004 |Using email reminders to engage physicians in an BMC Med Educ X 3 2 1 1
Casebeer, L., Wall, T., Spettell, C., Ray, Internet-based CME intervention
M. N., Weissman, N. W. and Allison, J.
J.
Adams, E. K., Bronstein, J. M. and 2003 |The impact of Medicaid primary care case management |Inquiry X 2 2 1 2 2
Florence, C. S. on office-based physician supply in Alabama and Georgia
Adams, E. K., Bronstein, J. M. and 2006 |Effects of Primary Care Case Management (PCCM) on |Medical Care Research 1.475 2 1 2 2
Florence, C. S. medicaid children in Alabama and Georgia: Provider and Review
availability and race/ethnicity
Adams, E. K., Bronstein, J. M. and 2002 |Adjusted clinical groups: predictive accuracy for Medicaid Health Care Financ Rev 1.068 1 1 1 2 2
Raskind-Hood, C. enrollees in three states
Adams, E. K., Bronstein, J. M., Becker, 2001 |Payment levels, resource use, and insurance risk of J Health Care Finance X 2 1 2 2
E. R. and Hood, C. R. medicaid versus private insured in three states
Adams, R. J., Fuhlbrigge, A., 2001 |Use of inhaled anti-inflammatory medication in children |Arch Pediatr Adolesc Med | 3.566 1 1 2 2
Finkelstein, J. A., Lozano, P., with asthma in managed care settings
Livingston, J. M., Weiss, K. B. and
Weiss, S. T.
Adams, R. J., Fuhlbrigge, A., 2001 |Use of inhaled anti-inflammatory medication in children | Archives of Pediatrics & 3.566 18 1 1 2 2
Finkelstein, J. A., Lozano, P., with asthma in managed care settings Adolescent Medicine
Livingston, J. M., Weiss, K. B. and
Weiss, S. T.
Adams, R. J., Fuhlbrigge, A., 2001 |Impact of inhaled antiinflammatory therapy on Pediatrics 4.272 42 4 1 2 2
Finkelstein, J. A., Lozano, P., hospitalization and emergency department visits for
Livingston, J. M., Weiss, K. B. and children with asthma
Weiss, S. T.
Adams, W. G., Fuhlbrigge, A. L., Miller, 2003 |TLC-Asthma: an integrated information system for patient AMIA Annu Symp Proc X 1 1 1 1
C. W, Panek, C. G., Gi, Y., Loane, K. centered monitoring, case management, and point-of-
C., Madden, N. E., Plunkett, A. M. and care decision support
Friedman, R. H.
Adler, M. D. and Johnson, K. B. 2000 |Quantifying the literature of computer-aided instruction in |[Acad Med 1.94 1 2 3 4
medical education
Allen, C. L., Annett, R. D. and Skipper, 2003 |Family functioning and asthma characteristics affect Journal of Investigative X NA 1 1 1
B. disease-specific quality of life in camp participants Medicine
Allen, E. C., Manuel, J. C., Legault, C., 2004 |Perception of child vulnerability among mothers of former|Pediatrics 4.272 5 1 1 1 1
Naughton, M. J., Pivor, C. and O'Shea, premature infants
T. M.
Allison, J. J., Kiefe, C. I, Wall, T., 2005 Multicomponent Internet continuing medical education to Am J Prev Med 3.167 1 3 2 1 1
Casebeer, L., Ray, M. N., Spettell, C. promote chlamydia screening
M., Hook, E. W., 3rd, Oh, M. K.,
Person, S. D. and Weissman, N. W.
Alonso, E. M., Neighbors, K., Mattson, 2003 Functional outcomes of pediatric liver transplantation J Pediatr Gastroenterol 2.077 6 1 1 1 1

C., Sweet, E., Ruch-Ross, H., Berry, C.
and Sinacore, J.

Nutr
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Altman, B. M., Cooper, P. F. and 1999 The case of disability in the family: impact on health care Milbank Q 3.816
Cunningham, P. J. utilization and expenditures for nondisabled members
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Zuvekas, S. H. 2001 |Trends in mental health services use and spending, 1987 Health Aff (Millwood) 3.158
1996

Zuvekas, S. H. 2005 |Prescription drugs and the changing patterns of Health Aff (Millwood) 3.158
treatment for mental disorders, 1996-2001

Zuvekas, S. H. and Hill, S. C. 2004 |Does capitation matter? Impacts on access, use, and Inquiry X
quality

Zuvekas, S. H. and Weinick, R. M. 1999 |Changes in access to care, 1977-1996: the role of health Health Serv Res 2.466
insurance

Zuvekas, S. H., Regier, D. A., Rae, D. 2002 |The impacts of mental health parity and managed care in|Health Aff (Millwood) 3.158

S., Rupp, A. and Narrow, W. E. one large employer group

Zuvekas, S. H., Vitiello, B. and Norquist, 2006 |Recent trends in stimulant medication use among U.S. |Am J Psychiatry 8.286

G.S. children

Zwanziger, J., Mukamel, D. B., Szilagyi, 2000 |Evaluating Child Health Plus in upstate New York: how |Pediatrics 4.272

P. G, Trafton, S., Dick, A. W., Holl, J.
L., Rodewald, L. E., Shone, L. P.,
Jarrell, L. and Raubertas, R. F.

much does providing health insurance to uninsured
children increase health care costs?
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