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? INTRODUCTION

Well-child care is the heart of health care for young children.

e The American Academy of Pediatrics recommends that children have 10 well-

child visits in the first three years of life.!

e Front-line health care providers report that a cornerstone of their partnerships with
their patients is the discussions they have during well-child visits.?

e Parents view the well-child visit as an important time to have their child's growth
and development assessed, to ask questions and address their concerns, and to

receive advice and guidance.’

e Health systems affect the settings and providers of well-child care. Health systems
also provide parents of young children with a wealth of information. Parents of
young children are important health care consumers and invaluable members of a

health system.”

Recent national and regional studies find that
recommended preventive and developmental services are
not routinely provided and that parents have unmet
informational needs.”

The question for you then is: What is the quality of
preventive and developmental services in your health
system?

The Promoting Healthy Development Survey (PHDS) is a
survey for parents of young children (3 years old and
younger) that assesses whether recommended preventive
and developmental services are provided, and the degree to
which parents’ informational needs are met.° The PHDS
also collects baseline descriptive information about the
child, parent, and family that is useful for targeting
improvement efforts. Since 1997, the Child and
Adolescent Health Measurement Initiative (CAHMI) has
developed, tested, and implemented the PHDS. The PHDS
has been used at the national, state, health plan, practice,
and provider-level. To date, more than 45,000 surveys
have been collected by 10 Medicaid agencies, four health
plans, 38 pediatric practices, and nationally through the
National Survey of Early Childhood Health (NSECH).

Evidence of the Quality Chasm in
Developmental Services

v Nine of 10 young children have
one or more unmet developmental
service need.

v Six of 10 young children's parents
did NOT get needed guidance and
information on promoting their
child's health and development.

v Half of young children with
significant risks to their
development did NOT receive
follow-up.

v Half of young children's parents
are NOT asked about smoking,
alcohol, and drug use in the home.

v’ Less than half of children whose
parents have symptoms of
depression were screened for
depression by their child's
provider.

Source: Data from the National

Survey of Earl Childhood Health

and the CAHMI Promoting Healthy

Development Survey (PHDS)

benchmark database,




Components of the PHDS are also included in the National
Survey of Children’s Health.

Appendix 1 provides a summary of the PHDS and why health
systems should use this tool.
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The Promoting Healthy Development Survey, Pediatrics, May 2001; 107: 1084 - 1094.



Step 1: Learn About the PHDS

Step 1 contains an overview of the PHDS: what it measures, how it was developed, and
how it has been used, as well as a list of PHDS resources. This section of the manual is
useful for people who want a high-level overview of the PHDS and a sense of what
implementation involves.

Step 1 answers eight common questions about the PHDS:

1.1: What is the PHDS?

1.2: How does the PHDS compare with currently used quality measures?

1.3: How has the PHDS been used by health systems?

1.4: How has the PHDS been used for practice-level assessment?

1.5: How does the PHDS complement and enhance improvement and measurement
activities?

1.6: How was the PHDS developed?
1.7 What is required to implement the PHDS?

1.8 What PHDS tools and resources are available?



. .
ﬁ@ Step 1.1: What is the PHDS?

The Promoting Healthy Development Survey is a parent survey that assesses whether young
children age 0-3 (under 48 months of age) receive nationally recommended preventive and
developmental services.

This survey-based tool captures information about the provision of preventive and
developmental services recommended by the American Academy of Pediatrics and the Maternal
and Child Health Bureau's Bright Futures. Specifically, the survey assesses recommendations
provided in the context of discussions between parents and their children's pediatric clinicians.
The PHDS also collects descriptive information about child health, parent health, and family
behaviors.

The PHDS was designed to measure these communication-dependent aspects of care because
studies have shown that medical chart reviews and claims or billing data do not reliably or
validly measure clinical recommendations that providers discuss with their patients. A second
goal of the PHDS is not only to assess whether recommended care was provided, but also to
measure the degree to which the parent have their informational needs met and whether the care
provided is family-centered. Again, these important characteristics of a high-quality health
system are best measured by asking the parent(s) directly.

This manual provides the implementation guidelines for administration of the PHDS by mail.
There are two versions of the PHDS that can be administered by mail:

e The full-length PHDS (Appendix 3)
e The reduced-item version of the PHDS, named the Pro-PHDS. There are three age-
specific versions of the ProPHDS (Appendices 4-6).

The PHDS tools are summarized in the "Fast Facts" table that follows.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



Table 1.1 Promoting Healthy Development Survey (PHDS) Fast Facts

Overview of
the PHDS

The Promoting Healthy Development Survey (PHDS) assesses whether young children age
0-3 receive nationally recommended preventive and developmental services. The full-
length PHDS takes approximately 15-18 minutes to complete and the reduced-item PHDS
takes approximately 5 minutes to complete. The PHDS includes additional items related to
the child's health, parents' health, and family behaviors. An additional version of the PHDS
for telephone administration (PHDS-PLUS). To date, over 45,000 surveys have been
collected by 10 Medicaid agencies, four health plans, 38 pediatric practices, and nationally
through the National Survey of Early Childhood Health. Components of the PHDS have
also been included in the National Survey of Children’s Health.

Quiality of Care
Topics
Assessed in the
PHDS

The PHDS collects data on 10 health care quality topics related to clinical and patient-
centered care preventive and developmental services for young children:

Appropriate Clinical Care

1. Anticipatory guidance and parental education provided by doctors or other health
care providers.

2. Assessment of parental concerns about their child's learning, development, and
behavior.

3. Provision of specific information to address parental concerns.

4. Follow-up for children at risk for developmental, behavioral, or social delays.

5. Administration of a standardized, parent-completed developmental and behavioral
screening tool.

6. Assessment of psychosocial issues in the family.

7. Assessment of smoking, substance abuse and safety in the family.

8. Coordination of care for children requiring multiple types of health care services or
seeing more than one health care provider. (Items not included in the ProPHDS.)

Patient-Centered Care
9. Provision of family-centered care that respects and partners with parents.
10. Helpfulness of care provided to parents. (Items included in the PHDS only.)
11. Effect of care provided on parental confidence. (Items included in the PHDS only.)
Health Information
12. Provision of written or other types of health information to parents on caring for
their child, preventing injuries, and ensuring optimal development. (Items included
in the PHDS only.)
13. Provision of information about resources in the community for parents.

Minimum Comprehensive-Care Composite — "Got All Care Measure"

14. Provision of comprehensive care, meaning patients were provided a minimum
threshold of care for the components of care listed above.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Table 1.1 PHDS Fast Facts (Continued)

Additional
Information
Collected by
the PHDS

The PHDS also gathers information useful for quality improvement and community

assessment:

1. Child health and descriptive characteristics (risk for developmental, behavioral or
social delays, special health care need, overall health status, premature birth, birth
order).

2. Parental health and socio-demographic characteristics (risk for depression,
problems paying for child's basic health and medical needs, relationship to child,
education level, marital status).

3. Parenting behaviors (breastfeeding, reading, screen time, actions parents take to
protect their child from injury).

4. Child's health care utilization (number of regular or routine care visits, ER visits).

5. Access issues (problems getting necessary care, use of health care).

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




1.2: How does the PHDS compare with currently used quality
measures?

The PHDS assesses the quality of recommended preventive and developmental care that children
receive. Given that the PHDS is anchored to national recommendations about well-child care, it
focuses on topics of national interest and compliments existing quality measures on access to
well-child care.

How does the PHDS relate to national quality measurement frameworks?

The National Healthcare Quality Report has a useful framework for identifying components of
health care quality that is a combination of the Consumer Information Framework (CIF) and the
Institute of Medicine priority areas for improving health care quality.

The PHDS focuses on recommended preventive and developmental care, so the quality measures
derived from the PHDS are within the Staying Healthy domain of the CIF. The PHDS quality
measures focus on clinical recommendations and whether parents have their informational needs
met (effectiveness), access to care (timeliness), and family-centered care (patient centeredness).
In Figure 1.1 we have noted the components of the Quality Report Framework that the PHDS
quality measures address.

Figure 1.1: Components of the National Healthcare Quality Report Framework
Addressed by the PHDS Quality Measures

fs“w:h'bq‘.
;“' /-\ Agency for Healthcare Research and Quality
-
% Quality Research for Quality Healthcare
%
THC

National Healthcare Quality Report Framework
Components of Health Care Quality

Health care needs Effectiveness Safety Timeliness Patient centeredness

X* X* X*

Staying healthy

Getting better

Living with illness
or disability

End of life care

= Equity is a component of health care quality that applies to all cells in the matrix
= Resource generation Is another component discussed in the National Healthcare Report
= The first NHOR is due to Congress in 2003

* Selected PHDS measures address this component of the framework.



How does the PHDS compare with commonly used quality measures?

The PHDS compliments information obtained from commonly used quality measures but is also
quantitatively unique in the aspects of care it measures. The points below compare the PHDS
with commonly used measures related to preventive care for young children.

Health Plan Employer Data and Information Set (HEDIS®) Measures by the National
Committee for Quality Assurance (NCQA)

HEDIS® Well-Child Visit Measures (15 months, 3 year)

These measures provide valuable information about whether children are accessing well-
child visits.

The PHDS is only administered to children who have had one or more HEDIS® defined
well-child visits (See Step 2 for detailed information).

Therefore, the HEDIS® well-child visit measure tells you whether kids are coming in for
well-child visits, while the PHDS tells you about the quality of preventive and
developmental care children receive during the well-child visit(s).

HEDIS® Immunization Measure

This measure tells you whether children are up-to-date on their immunizations.

The PHDS does not assess whether immunizations are provided.

It should be noted that past users of the PHDS have not observed that practices with the
highest immunization rates are necessarily the practices with the highest PHDS quality
measures. Again, it is important to remember that the PHDS measures recommendations
that are provided in the context of discussions and/or parent-completed assessments given
by the child's health care provider. Therefore, one should not assume that by measuring
immunizations that they are measuring all of the preventive care recommendations.
Therefore, the HEDIS® immunization measure and the PHDS provide different
information about preventive care recommendations for young children.

HEDIS® Access to Primary Care Provider Measures

This measure tells you whether children are able to access their primary care provider.
The PHDS includes information about the degree to which the parent reports problems
accessing care. It is important to remember that the PHDS is only sent to children who
have accessed the health system for a well-child visit. (See Step 2 for detailed
information.) Secondly, the PHDS asks the parent to report whether their child has a
personal doctor or nurse who knows their child's health and history well. Therefore, the
HEDIS® Access to Primary Care Provider measure and the PHDS provide different,
complementary information.



Satisfaction and/or Experience of Care Surveys

Many systems use the Consumer Assessment of Healthcare Providers and Systems
(CAHPS®©), the CAHPS for Children with Chronic Conditions (CAHPS-CCC), or other
surveys that measure the patient's satisfaction with and experience of care.

The PHDS is not a satisfaction survey. The primary purpose of the PHDS is to measure
whether clinically recommended preventive and developmental services are provided.
However, a small set of items in the PHDS are similar to these surveys, specifically the
items related to access to care, care coordination, and family-centered care. The items
that identify children with special health care needs (CSHCN) in the CAHPS-CCC were
developed by the CAHMI team and are included in the PHDS.

A recent study comparing data from the PHDS and a satisfaction and experience of care
survey used by a health plan found less than a 45 percent agreement between the
providers and/or offices that scored the highest on the PHDS quality measures and those
that scored the highest on a satisfaction measure.

Medical Chart Reviews

Some health systems review the content of the medical chart to determine whether
recommended care is provided.

The PHDS was designed to measure recommended aspects of care for which the parent,
not the medical chart, is the most valid and reliable source of information. Specifically,
the PHDS was designed to measure communication-dependent aspects of care (i.e., what
the provider discussed with the parent). Another goal of the PHDS is to assess the degree
to which parents have their informational needs met and whether the care provided is
family-centered. These important characteristics of a high quality health system are best
measured by asking the parent directly.

The medical chart is the best source of data for measuring items that are consistently
documented in the chart and for which the parent is not the most valid reporter of (e.g.,
lead screening, immunizations, diagnoses, referral). The PHDS, on the other hand, is the
best source of data for measuring discussions the parent can validly report on and for
gathering information about the degree to which the care provided met the parent’s needs
and was provided in a family-centered manner. An enhanced value of the PHDS is that it
can capture information about the child, parent, and family behaviors.
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How has the PHDS been used by health systems?

Since 1997, CAHMI has developed, tested, and implemented the PHDS. The PHDS has been
used at the national, state, health plan, practice, and provider-level. To date, more than 45,000
surveys have been collected by 10 Medicaid agencies, four health plans, 38 pediatric practices,
and nationally through the National Survey of Early Childhood Health (NSECH). Components
of the PHDS are also in the National Survey of Children's Health.

The primary reason the PHDS has been used by health systems is to address the following goals:

1.

Quality Measurement and Improvement

Assess performance.

Compare performance across different plans, offices/medical groups, pediatric providers,
or service areas.

Learn about differences in quality within and across many groups of children.

Fulfill quality measurement and improvement project requirements by Medicaid.

Program and Policy Planning and Evaluation

Identify unmet needs of parents across aspects of care and specific care topics.
Target quality improvement efforts.

Assess whether quality improvement efforts have resulted in improved performance
based on the parent's perspective.

Stimulate partnerships and coordinate efforts to improve care.

Determine health risks and health care service needs of children and their families.
Compare policies for organizing and paying for health care services for children.

Educate and Empower Families, Providers, and Other Partners

Inform and activate providers, families, health care leaders, and others as partners.

Future applications of the PHDS by health systems may focus on:

Recognize providers who have shown a commitment to measure and improve care for
young children.

Implement pay-for-performance (P4P).

Demonstrate to purchasers and consumers a commitment to being a child-friendly health
plan focused on aspects of care that are highly valued by parents of young children.
Serve as a pre-visit assessment tool that can identify specific child and parent health
needs that should be addressed in well-child visit.

Appendix 1 provides an overview of the reasons health systems should use the PHDS. This
overview could help you describe the PHDS to various stakeholders in your system. Table 1.2
provides specific examples of how the PHDS has been used in the field.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



Table 1.2: Examples of PHDS Applications in the Field

Medicaid Ten Medicaid agencies have used the PHDS tools. These include Florida, Louisiana, Maine,
Massachusetts*, Minnesota, Mississippi, North Carolina, Ohio, Vermont, and Washington. For
example:

e Washington Medicaid used the PHDS-PLUS to complement their Early and Periodic
Screening, Diagnostic and Treatment (EPSDT) measures. It compared differences in the
prevalence of parents of young children being counseled on various topics by type of
well-visit (EPSDT well-visit rates, chart review, or any type of well-visit).

e Maine Medicaid used the PHDS-PLUS to evaluate the quality of care provided by health
care providers enrolled in the Primary Care Case Management (PCCM) program.
Findings were inserted into the PCCM newsletter and were used to inform quality
improvement priorities for PCCM providers. Secondly, Maine Medicaid used the PHDS-
PLUS to evaluate their chart-based encounter forms to guide health care providers and
guide future improvement efforts.

e Vermont Medicaid used the PHDS-PLUS and ProPHDS as part of their External Quality
Review work focused on measuring and improving preventive and developmental
services for young children. Medicaid allowed the Vermont Department of Children with
Special Health Care Needs to further analyze the PHDS-PLUS-by special health care
need status to evaluate the need for targeted outreach efforts.

* Massachusetts used items from the PHDS-PLUS in their survey.

Health Plans Four health plans have used the PHDS to collect baseline information to guide quality
improvement efforts. For example:

e Three health plans (Kaiser Permanente-Oakland, Alliance, and United) used the PHDS
for baseline measurement.

o Kaiser Permanente Northwest (KPNW) collaborated with their pediatric providers to
implement the PHDS to collect baseline information and to identify system-level
strategies for improvement care.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Table 1.2: Examples of PHDS Applications in the Field (Continued)

Providers

Thirty-eight pediatric offices have used the PHDS to gather baseline information and/or to
evaluate their improvement efforts. For example:

Two pediatric practices in North Carolina used the ProPHDS to guide an improvement
effort focused on developmental services.

Pediatric health care providers in Vermont implemented the reduced-item PHDS in their
pediatric practices to inform their quality improvement efforts. Analyses were conducted
at the medical group-, office-, and provider-level.

The Healthy Development Collaborative used the ProPHDS to collect baseline
information and to assess whether the improvement efforts resulted in parent-perceived
increases in the level and quality of care provided. The Healthy Development
Collaborative was a Commonwealth Fund—supported initiative designed to help primary
care practices in Vermont and North Carolina engage families in a partnership to
promote positive developmental outcomes for the families' children through the
development of improved office systems.

The pediatrics department of Northwest Permanente Medical Group led the
implementation of the PHDS in Kaiser Permanente Northwest. Ten office-level reports
and 56 provider-level reports were disseminated within the pediatrics department. The
department used the findings to identify improvement strategies focused on: (1)
addressing topics for which parents have unmet information needs; (2) incorporating
standardized developmental screening; and (3) enhancing parental depression screening
in pediatric offices.

Consumers

The PHDS findings can be reported to consumers (parents of young children in this

case).

A pilot study was conducted in pediatric practices in Vermont to develop and test
feedback templates to parents displaying the findings from the PHDS tools.
Overall, the templates were very well received and parents expressed high
interest in receiving this type of information.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Example 1.1: Implementation of the PHDS in Kaiser Permanente Northwest

Kaiser Permanente Northwest (KPNW) implemented the PHDS to assess health care quality and
identify improvement opportunities across the health plan within pediatric offices and across
pediatric providers.

This was a collaborative effort between the pediatrics department and the health plan.

The sampling allowed for office- and provider-level analysis so that individualized
reports could be disseminated.

Assessment of the pediatric office systems and the standardized templates providers use
in their electronic health records were conducted in order to identify system-level factors
associated with higher quality.

Strategic meetings were held with senior staff in the health plan that addressed quality
measurement, quality improvement, information technology (including the electronic
health record) and member education and Web site services to ensure that the PHDS
findings would be used to guide system improvements.

Based on the PHDS findings three primary "change concepts,” or improvement strategies were
identified:

Change Concept: Enhance and focus parent education and activation materials on areas
where PHDS shows parent needs are least likely to be met.

Change Concept: Prompt providers to focus on areas where parent needs are not met
using EPIC.

Change Concept: Advance the pre-visit use of parent-completed standardized
developmental screening tools and parental depression screening tools, and report
findings to pediatric providers for use during the child's well-visit.

The providers who scored the highest on the PHDS quality measures related to the three change
concepts noted above were identified as "champions™ and leaders for the improvement efforts.
Working groups of key stakeholders with a role in implementing the change concept were then
identified.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



1.4 How has the PHDS been used for practice-level assessment?

Since 2001, CAHMI has focused on the validation and implementation of the PHDS for
practice-level assessment.

What is a ""practice-level’" assessment?

The goal of practice-level assessment is to examine the quality of care by (1) specific health
care providers or (2) by the place (e.g., office) where care was received.

Practice-level assessments of care may include analysis of the following:

e Anindividual health care provider.

e The office where care is received. One health care provider or multiple health care
providers can be located in an office.

e The medical group responsible for the child's health care. This examines care across two
or more individual offices comprising one medical group.

How can the PHDS be used for "*practice-level’* assessment?
There are two primary ways that the PHDS can be used for practice-level assessment:

1. Practice-level sampling and analysis of PHDS data.
2. In-office administration of the PHDS.

Because this manual is about implementing the PHDS via a mail mode of administration, it
addresses the first application.

& Step 2 provides detailed information about how practice-level_ sampling is conducted.

<o Step 5 provides detailed information for how the PHDS can be_analyzed at the
practice-level.

< Step 6 provides detailed information for reporting the practice-level findings to front-
line health care providers.

Tools and resources for how to administer the PHDS in pediatric offices are listed in Step 1.9
and Appendix 2.
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How has the PHDS been used for practice-level assessment?

Many health systems or providers implementing the PHDS have used it for practice-level
assessment. Given that a primary goal for the PHDS is to motivate and guide improvements,
users have found that analyzing the data at the level where care is provided is most valuable.
Secondly, most providers find information that is specific to their patients more useful than
information summarizing quality-of-care findings across an entire health system. Below is a
brief description of how the PHDS has been used for practice-level assessments.

Table 1.3: Examples of How the PHDS Has Been Used for Practice-Level Assessment

Practice-Level
Analysis of PHDS
Data: Medicaid

Three Medicaid agencies have administered the PHDS by mail or telephone
and then analyzed the PHDS data at a practice-level. For example:

Maine Medicaid analyzed their PHDS-PLUS by health care providers
enrolled in the Primary Care Case Management (PCCM) program.
Findings were inserted into the PCCM newsletter and were used to
inform quality improvement priorities for PCCM providers. They also
analyzed the quality-of-care findings by the type of health care provider
(e.g., family practice, pediatrician) and tailored improvement methods
accordingly.

Vermont Medicaid analyzed their PHDS-PLUS data at the practice level
and disseminated practice-level reports. This work was done in
collaboration with the Vermont Child Health Improvement Program
(VCHIP) and CAHMIL.

Washington Medicaid analyzed their PHDS-PLUS data at the practice
level and disseminated practice-level reports as part of an improvement
effort focused on EPSDT services. This work was done in collaboration
with the Oregon Medical Professional Review Organization (OMPRO)
and CAHMI. The practice-level reports incorporated data from the
PHDS-PLUS and quality-of-care data obtained from medical chart
reviews conducted by OMPRO via their External Quality Review
activities.

Practice-Level
Analysis of PHDS
Data: Health Plans

Kaiser Permanente Northwest collaborated with its pediatrics department to use
the PHDS for office- and provider-level assessments of care.

10 office-level reports were disseminated.

56 provider-level reports were disseminated.

Office- and provider-level characteristics were examined for attributes
associated with the provision of higher quality care. The findings were
used to identify improvement opportunities.

Higher performers for each PHDS measure of care were identified as
champions for the topic-specific improvement teams.
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Table 1.3: How the PHDS Has Been Used for Practice-Level Assessment (Continued)

In-Office
Implementation of
the PHDS

Thirty-eight pediatric offices have implemented the PHDS in their pediatric
offices in order to gather baseline information and/or to evaluate their
improvement efforts. For example:

e Two pediatric practices in North Carolina used the ProPHDS to guide an
improvement effort focused on developmental services.

e Pediatric health care providers in Vermont implemented the reduced-item
PHDS in their pediatric practices to inform their quality improvement
efforts. Analyses were conducted at the medical group-, office-, and
provider-level.

e The Healthy Development Collaborative used the ProPHDS to collect

baseline information and to assess whether the improvement efforts resulted
in parent-perceived increases in the level and quality of care provided.
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’lz’@ 1.5 How does the PHDS complement and enhance measurement
. and improvement activities?

Leading methodologies in effective quality improvement put performance measurement at the
center of their efforts to inform, shape, and track improvements in care.

Donald Berwick, M.D., president and CEO of the Institute for Healthcare Improvement, asserts
that patients, in this case parents and children, are the most underutilized resource in informing
and ensuring that improvements in health care quality occur.

The PHDS complements and enhances measurement and improvement activities by achieving
the following:

2 Content focus on aspects of care that matter to the consumer. A key component of
the development of the PHDS was focus groups and interviews with consumers about
what clinically recommended aspects of care matter the most to them. Using the PHDS
helps ensure that measurement and improvement efforts are focused on areas of care that
matter to consumers.

2 Aninvolved consumer. By completing the PHDS, the parent is part of the measurement
process. This provides users with an opportunity to partner with parents not only to
measure quality of care, but also to help improve the care provided. Step 6 provides
examples of how the PHDS findings can be reported back to parents in a way that
informs them about questions and issues they can raise during their child's well-child visit
so that recommended topics are discussed.

As the focus and emphasis on quality measurement and improvement increases, it is valuable to

consider how a consumer-centered approach such as the PHDS can enhance and maximize such
efforts.
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Example 1.2: Potential for the PHDS to Be Used in Maintenance of Provider Certification

The American Board of Pediatrics (ABP) recently enhanced their certification process with a
section on measurement and improvement in the practice. Part 1V of the ABP certification
requires providers to report CAHPS or other peer survey data and to demonstrate participation in
quality improvement efforts. The PHDS can enhance and complement providers' efforts related
to Part IV of the certification. Figure 1.2 below highlights opportunities for using the PHDS for
this purpose.

Figure 1.2: Opportunities for Using the PHDS for Maintenance of Provider Certification

Part IV of the
ABP Maintenance and Certification

Part IV Practice Assessment & Improvement

Opportunity: ————— Complete Pediatric CAHPS

Add items .

From the and Sgg?ﬁteug%s
PHDS in your as part of the
CAHPS survey Option Aor B

o requirements

-
Option A Option B

Participate in Local, eQIPP or mini

Regional National measurement

Improvement Project

(including attestation

forms) modules

) !

Complete Stand Alone Quality Improvement
Module (Required with both Options)

Credit for Part IV MOC
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1.6: How was the PHDS developed?

The PHDS was designed and tested by CAHMI with a peer-reviewed measurement
development process. It was developed to fill important gaps in available methods to
evaluate quality in the many areas of recommended preventive and developmental services
that require parent-reported information as well as program-wide assessments.

The following selection criteria were used to select topics assessed in the PHDS survey:

* Appropriateness for all children in the specific age group.

e Strength of scientific evidence.

* Professional consensus.

* No existing reliable, valid, or efficient way to measure the topic.

* Topic is important to parents (according to cognitive interviews and focus groups).

* The topic can be validly and reliably reported by parents.

* Parsimony (e.g., topic is not already largely represented by another, related topic in
the PHDS).

A rigorous six-stage process was used to develop the PHDS, beginning with focus groups
with families to identify the aspects of health care quality that are important to parents in the
area of preventive care for their children. A review of literature identified through MedLine
and through key interviews was conducted. The materials reviewed included more than a
dozen parent surveys on early childhood development, family-centered care, and other topics,
as well as encounter forms and checklists used by clinicians to help with the provision of
anticipatory guidance and the assessment of young children and their families.
The six stages were:

Stage 1: Develop conceptual framework and investigate the relevance of each measure.

Stage 2:  Develop starting point measurement proposal, including initial feasibility
studies.

Stage 3:  Develop draft instrument and implementation methodology.
Stage 4:  Conduct field-testing.
Stage 5:  Revise and refine as necessary.

Stage 6: Develop scientific and technical documentation to support larger scale
implementation and dissemination.
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In the early stages of developing the PHDS, many existing surveys and tools were
reviewed, particularly those designed to evaluate the Healthy Steps project or survey-
based tools, such as Parental Evaluation of Development Status (PEDS). Although many
of the PHDS survey concepts reflect those in existing surveys and tools, nearly all of the
PHDS items were new, due to a lack of available, tested candidate items appropriate for
performance assessment in a self-administered survey.

Three advisory groups within CAHMI—comprised of pediatricians, family practitioners,
consumer representatives, public health experts, and researchers—regularly reviewed and
provided input on the identification of quality measurement topics and the development
of the PHDS.

Special Note About Cognitive Testing and Reading Grade Level:

An important component of the development of the PHDS-PLUS was to ensure that the
survey was written at a low reading-grade and cognitive-ease levels. Computer programs
were used to determine reading-grade level estimates, using algorithms that take into
account the length of the words used, etc. However, a very common word used in a
cognitive interview may be considered easy to read, but may have a high reading-grade
level because its length. The cognitive ease of a survey can be assessed by conducting
formal cognitive interviews with subjects on the survey items.

Reading-grade-level experts, such as Mark Hochauser, Ph.D., recommend conducting a
formal reading grade level assessment with standard computer programs coupled with
cognitive interviews.

In accordance with these recommendations, the CAHMI team conducted the following
steps to ensure that the PHDS is at an appropriate reading-grade level and cognitive level
for parents of Medicaid clients:

1. Formal readability assessments were conducted that indicated that the PHDS is
written at the eight to ninth grade reading level using various reading-grade level
computer programs.

2. In-depth cognitive testing was conducted with 15 families representing a range of
racial, income, and educations groups, as well as different types of health insurance
coverage, age of child, age, and sex of parent, and number of children in family. Parents
were uniformly able to complete the self-administered survey in 10-15 minutes and the
readability of the survey was confirmed.

3. A second round of cognitive testing was conducted in 2001 to ensure that the PHDS-
PLUS survey, when administered over the telephone, was feasible to administer to
parents of children enrolled in Medicaid. The CAHMI team conducted cognitive
interviews with 20 parents of children 3-48 months old who were enrolled in Medicaid.
Five of these interviews were conducted in-person, while the remaining 15 were
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conducted over the telephone to assess the response burden and cognitive ease of the
PHDS-PLUS when using a telephone administration.

For each item, instances where the respondent required clarification or did not
appropriately answer an item were noted. Also, items where the interviewer had
difficulty asking the question without edits to the wording were noted. Survey
modifications were made based on these findings to improve the reliability, validity, and
cognitive ease of the PHDS-PLUS items.

Development of the Reduced-Item PHDS

The reduced-item PHDS (ProPHDS) was developed so that it could be feasibly implemented
in health care provider offices. The manual for implementing the ProPHDS in office settings
is listed in Step 1.8.

The ProPHDS is different from the full-length PHDS in the following ways:

1) Length of the Survey. The in-office PHDS is a reduced-item version of the PHDS.
Research with health care providers demonstrated that for the in-office survey
administration to be feasible, the survey must take no longer than five minutes for parents
to complete.

Three criteria were used to determine which items to include in the reduced-item version
of the survey:

e Preference was given to PHDS items focused on preventive and developmental
care over items related to child health, parenting behaviors, and parent ratings of
the health care provided.

e CAHMI kept a majority of the items within measures of care that health care
providers and parents found to be the most valuable for improving quality of care.

e Preference was given to items for which national data was available or where a
national objective, such as Healthy People 2010, was measured.

Using these criteria, the item-reduction process was informed by the following:

e Two focus groups with the health care providers in the participating practices.

e Two focus groups with parents whose child receives care in these practices.

e Review of national surveys focused on preventive and developmental care for
young children, such as the National Survey of Early Childhood Health.

e Review of key national health objectives.
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2)

The result of this work was the creation of the four-page, reduced-item version of the
PHDS provided in this toolkit. This reduced-item version of the PHDS collects some
descriptive information about parenting behaviors and issues in the family, and captures
information about six PHDS measures of care:

Anticipatory guidance and parental education.*

Family-centered care.*

Ask about and address parental concerns.*

Follow-up for children at risk for developmental/behavioral delays.
Assessment of the family.

* Because research with health care providers and parents demonstrated that these three
measures of care are the most valuable in gathering information for quality
improvement purposes, all items within this measure of care were included in the
reduced-item version of the PHDS.

Age-Specific Surveys. The anticipatory guidance and parental education section has
three age-specific sections to ensure that the questions asked are age appropriate. To
increase the feasibility of administering the PHDS in the office, three distinct age-specific
surveys are recommended as opposed to one survey with age-specific skip patterns
provided for a mail or telephone administration. The three surveys are for the following
age groups:

e 3-9.99 months old

e 10-18.99 months old
e 19-47.99 months old
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1.7 What is required to implement the PHDS?

This section offers a summary of the strategic and technical requirements for the successful
use of the PHDS.

N

Summary of Strategic and Technical PHDS Requirements

Determine the primary uses of PHDS Quality Data.

Identify and engage key partners.

Identify an analyst or data programmer within your organization who can
identify the starting sample for the survey and collect analytic variables
for the starting sample. If you do not have one internally, hire a survey
vendor.

Estimate of analyst/programmer time for sample: 10-24 hours. You
ideally want someone with experience sampling for a survey and in
calculating HEDIS measures from enrollment and utilization data.
Estimate of costs per completed survey: $8.00-$18.00 per completed
survey. This cost includes a mailing, follow-up post card reminder,
second mailing, and a telephone reminder phone call. It also includes the
data entry.

Estimate range of observed response rates for the PHDS: 39 percent to 60
percent.

Strategic Requirements. The PHDS requires users to: (1) clearly define how this tool fits into
their overall quality measurement and improvement strategy, and (2) to identify key partners.

1. Priority Application(s). You need to determine the priority application for the PHDS
data. For example, will results be used to (1) assess and compare performance across
providers, (2) compare quality of care across specific subgroups of children, and/or
(3) determine health risks and unmet needs of children living in different geographic
areas
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2. Key Partners. You need to consider who to involve upfront to ensure that
information derived from the PHDS is used to inform, shape, and stimulate
improvements in care. Consider the: (1) quality measurement department, (2) quality
improvement department, (3) health education department, (4) providers responsible for
developmental services, and (5) parents who can be key allies in stimulating
improvements in care.

Technical Requirements. You will need to: (1) obtain or supply sampling and analytic
information to a vendor child/parent contact, and (2) ensure internal or external survey vendor
conducts sampling, administration, and scoring in a high-quality manner.

1. Contact and Eligibility Information. You will need to construct a sampling data set
that includes contact and eligibility information for children who meet criteria to be
included in the PHDS sample (See Step 2). This will include providing: (1) mailing
information, (2) length of continuous enrollment in the health plan, with a provider,
or in a specific office, (3) information about whether the child received a well-visit in
the past year, (4) number of visits in the past year, (5) child's age, and (6) other
variables, such as the provider who is designated as the child's primary care provider.

2. Internal or External Survey Vendor Supervision and Guidance. To get the most
out of the PHDS survey, you will need to ensure that the survey vendor has adequate
guidance and supervision regarding: (1) sampling to ensure sufficient completed
sample sizes for different subgroups of children, (2) administering the survey to
ensure the highest response rate possible, (3) coding and constructing quality scores
and analytic variables based on survey data, and (4) scoring and presenting the data in
different ways.

Requirements for Parents of Young Children. Parents of young children: (1) need to be able
to be contacted, and (2) need to respond to the PHDS.

1. Keep Contact Information Up-To-Date. Updated contact information is ideal.

2. Respond When Contacted. Parents of young children should be encouraged to
respond to surveys to provide feedback and guide improvements aimed at ensuring
their child receives the highest quality of care possible. The PHDS takes about 12-15
minutes to complete and the ProPHDS takes 5 minutes. Response rates have ranged
from 39 percent to 60 percent.
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Figure 1.3 Checklist for Planning,
Implementing and Reporting the PHDS
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1.8 What PHDS tools and resources are available?

Appendix 2 provides a detailed list of the PHDS tools and resources available. An abbreviated
summary can be found below.

CAHMI Contact Information:

e Wwww.cahmi.org
e 503-494-1930
e cahmi@ohsu.edu

For more information on the development of the PHDS and quality measures included in the
PHDS, review the CAHMI Web site (www.cahmi.org), contact CAHMI or refer to the following
publications:

e Bethell C, Reuland C, Schor E. Assessing health system provision of well-child care: The
Promoting Healthy Development Survey. Pediatrics. 2001 May; 107(5):1084-94.

e Bethell C, et al. Partnering with Parents to Promote the Healthy Development of Young
Children Enrolled in Medicaid. September 2002. Available at:
http://www.cmwf.org/publications/publications_show.htm?doc_id=221310

e Bethell, C, et al, Measuring the quality of preventive and developmental services for
young children: National estimates and patterns of clinicians’ performance. Pediatrics.
2004 Jun;113(6 Suppl):1973-83.

e Reuland C, Bethell C. Key Measurement in Screening, Referral, and Follow-Up for Care
for Young Children’s for Children's Social and Emotional.
www.nashp.org/Files/measurement_paper_for_web_final_4.7.05.pdf

e Blumberg SJ, Halfon N, Olson LM. The National Survey of Early Childhood Health
Pediatrics. 2004 Jun;113(6 Suppl):1899-906. Available at:
www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15173460&query _hl=5&itool=pubmed_docsum

e Kogan MD et al. Routine assessment of family and community health risks: parent views
and what they receive. Pediatrics. 2004 Jun;113(6 Suppl):1934-43. Erratum in:
Pediatrics. 2005 Sep;116(3):802. Available at:
www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15173464&query hl=1&itool=pubmed_docsum
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http://www.cahmi.org/
mailto:cahmi@ohsu.edu
http://www.cahmi.org/
http://www.cmwf.org/publications/publications_show.htm?doc_id=221310
http://www.cmwf.org/publications/publications_show.htm?doc_id=221310
http://www.nashp.org/Files/measurement_paper_for_web_final_4.7.05.pdf
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173460&query_hl=5&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173460&query_hl=5&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173464&query_hl=1&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173464&query_hl=1&itool=pubmed_docsum

Halfon N et al. Assessing development in the pediatric office.

Pediatrics. 2004 Jun;113(6 Suppl):1926-33. Available at:
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=Abstr
actPlus&list_uids=15173463&query hl=4&itool=pubmed_docsum

Zuckerman B et. al. Prevalence and correlates of high-quality basic pediatric preventive
care. Pediatrics. 2004 Dec;114(6):1522-9. Available at:
www.nchi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlu
s&list_uids=15574610&query hl=5&itool=pubmed docsum

For more information about the Promoting Healthy Development Tools and
Implementation Guidelines, visit the CAHMI Web site (www.cahmi.org) for the following
documents:

Promoting Healthy Development Survey Toolkit

In-Office Administration of the Reduced-ltem Promoting Healthy Development Survey
(ProPHDS) Manual

Promoting Healthy Development Survey-PLUS (PHDS-PLUS) Implementation
Guidelines

Measure of Standardized Developmental and Behavioral Screening: Users Tip Sheet

In addition, there are number of reports and presentations highlighting how the PHDS has been
used and key findings. A listing of these resources can be found in Appendix A.

For more information on national guidelines and recommendations measures by the PHDS
visit the following Web sites:

Federal Maternal and Child Health Bureau’s Bright Futures
www.brightfutures.org/bf2/about.html

Green M, ed. Bright Futures: Guidelines for Health Supervision of Infants, Children and
Adolescents. Arlington, VA: National Center for Education in Maternal and Child Health;
1994.

Important Note: The Bright Futures recommendations are currently being revised by the
American Academy of Pediatrics. For information about the update recommendations,
please review the following resource: http://brightfutures.aap.org

American Academy of Pediatrics Health Supervision Guidelines
WWW.aap.org

American Academy of Pediatrics. Guidelines for health supervision Ill. Chicago, IL:
American Academy of Pediatrics; 1997.
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http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173463&query_hl=4&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15173463&query_hl=4&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15574610&query_hl=5&itool=pubmed_docsum
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?db=pubmed&cmd=Retrieve&dopt=AbstractPlus&list_uids=15574610&query_hl=5&itool=pubmed_docsum
http://www.cahmi.org/
http://dch.ohsuhealth.com/index.cfm?cfid=58936&cftoken=84206894&pageid=459&sectionID=133
http://dch.ohsuhealth.com/index.cfm?cfid=58936&cftoken=84206894&pageid=468&sectionID=133
http://dch.ohsuhealth.com/index.cfm?cfid=58936&cftoken=84206894&pageid=468&sectionID=133
http://www.ohsudoernbecher.com/pdf/PHDS_manual.pdf
http://www.ohsudoernbecher.com/pdf/PHDS_manual.pdf
http://dch.ohsuhealth.com/index.cfm?cfid=3781869&cftoken=44846086&pageid=519&sectionID=133
http://www.brightfutures.org/bf2/about.html
http://www.aap.org/

U.S. Preventive Services Task Force
www.ahrg.gov/clinic/uspstfix.htm

e U.S. Preventive Services Task Force. Guide to Clinical Preventive Services, 2nd ed.
Washington, DC: Office of Disease Prevention and Health Promotion, U.S. Government
Printing Office, 1996.

For more information about national surveys that have incorporated items from the PHDS
visit the following organizations:

National Survey on Early Childhood Health (NSECH)
www.cdc.gov/nchs/about/major/slaits/nsech.htm

National Survey of Children's Health
www.cdc.gov/nchs/about/major/slaits/nsch.htm
www.nschdata.org/Content/Default.aspx

For more information about improvement efforts focused on preventive and developmental
services, check out the following organizations:

Note: The list below only represents those organizations that the CAHMI has worked
with to consider how the PHDS fits within their models for improvement. It is not a full
listing of quality improvement resources related to preventive and developmental health
care.

Center for Health Care Quality
www.cincinnatichildrens.org/svc/alpha/h/health-policy/

e Established at Cincinnati Children's Hospital Medical Center, the center is a resource for
health care providers throughout the world to make the highest-quality care a reality for
children and their families. The Center for Health Care Quality is the result of a merger
of the Center for Children's Healthcare Improvement, formerly based at the University of
North Carolina at Chapel Hill, and the Center for Health Policy and Clinical
Effectiveness (www.cincinnatichildrens.org/svc/alpha/h/health-policy) at Cincinnati
Children's, which not only does improvement work but also conducts research into
interventions that improve health outcomes in the community and the home.

UCLA Center for Healthier Children, Families and Communities (CHCFC)
www.healthychild.ucla.edu/

e The center is a multi-disciplinary program in the UCLA School of Medicine, Department
of Pediatrics and the UCLA School of Public Health dedicated to improving society's
ability to provide children with the best opportunities for health and well-being—and the
chance to assume productive roles within families and communities.

e Report of Interest: Quality of Preventive Health Care for Young Children: Strategies for
Improvement, Neal Halfon, M.D., M.P.H., Moira Inkelas, Ph.D., M.P.H., Melinda Abrams,
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M.S., and Gregory Stevens, Ph.D., M.H.S., The Commonwealth Fund, May 2005. Available at:

www.cmwf.org/publications/publications show.htm?doc id=275484

Healthy Development Collaborative

A Practical Guide for Improving Child Developmental Services.
www.cmwf.org/tools/tools_show.htm?doc_id=372065

Healthy Steps Model
www.cmwf.org/general/general show.htm?doc 1d=246567

www.healthysteps.org

Healthy Steps for Young Children is a national initiative aimed at enhancing the quality
of preventive health care for infants and toddlers. Established with Commonwealth Fund
support, the program emphasizes a close relationship between health care professionals
and parents in addressing the physical, emotional, and intellectual development of
children from birth to age 3.

Help Me Grow
www.cmwf.org/publications/publications show.htm?doc id=379780

Help Me Grow Roundtable: Promoting Development through Child Health Services Supplement
to the Journal of Developmental and Behavioral Pediatrics.

National Initiative for Children’s Health Care Quality
www.hichg.org

The National Initiative for Children's Healthcare Quality (NICHQ) is an education and
research organization dedicated solely to improving the quality of health care provided to
children. Founded in 1999, NICHQ aims to eliminate the gap between what is and what
can be in health care for all children.

Vermont Child Health Improvement Program
www.med.uvm.edu/vchip/HP-DEPT.asp?SiteArealD=513

The Vermont Child Health Improvement Program (VCHIP) is a population-based child
and adolescent health services research and quality improvement program of the
University of Vermont. VCHIP's mission is to optimize the health of Vermont's children
by initiating and supporting measurement-based efforts to enhance private and public
child health practice
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Step 2: Planning for the PHDS Implementation

Step 2 provides the information and guidance you will need to plan your PHDS project. This step
is intended for project managers and vendors who will conduct the sampling and/or survey
administration.

There are four sections in Step 2:

2.1: Clarify where you want to end up

2.2: Plan and confirm the feasibility of your PHDS sampling strategy

2.3: Identify non-survey-based analytic information to collect for the starting sample at the time
of sampling

2.4: Finalize the PHDS survey to be used
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<9 .
@ STEP 2.1: Clarify where you want to end up

* What is the purpose of this step?
The purpose of this step is to maximize the value of your PHDS project by making sure that you
meet your specific project goals and reporting requirements. It is easy to miss opportunities for
collaboration, data collection, and dissemination of your PHDS findings if time is not spent up
front clarifying where you want to be at the end of the project.
In this step you will:
¥ Clarify the purpose(s) for collecting PHDS data.
¥ Set overall goals for what you want to accomplish by using the PHDS.
¥ ldentify overall measures you will use to determine if you have achieved your goals.
¥l Clarify internal or external audiences that will evaluate your project's success.
¥ Specify evaluation measures for each “evaluation" audience.

¥l Confirm audiences for reporting PHDS results (e.g., providers, families).

¥l Specify key messages for each "reporting" audience.
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i - _
W Guidelines and Issues to Consider

Be as specific as possible about your PHDS implementation goal(s). As with any project, you
need to set the goal(s) you wish to accomplish. And these goals need to be specific. For example,
administering the PHDS because you want to implement a quality measurement project is not
specific enough.

It is imperative that—at the beginning of the project—you think about the ideal "ending” of the
project.

You need to answer two primary questions:

S Who will use the results?
S What do you want them to do with the results?

< Who do you want to use the results?

< Who in your health system is focused on health care quality measurement
and improvement efforts?

2 Who is focused on the components of care measured in the PHDS
(anticipatory guidance and parental education, assessment of families for
risk factors, identifying and treating children at risk for delay)?

WHO

Examples of key potential users of the PHDS findings in your health systems
include: Pediatric providers (physicians, nurses), other office staff, parents of
enrolled children, health system leaders focused on quality measurement and
improvement, health education departments, health system leaders focused
electronic medical record prompting systems and/or patient education
materials in the electronic medical chart.
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< What will you want them to do with the results?

The data could be used to:

WHAT

1. Guide and inform improvement efforts at the system-, office- and/or
provider-level. (Each level requires consideration at the time of
sampling.)

2. Compare performance across offices and/or providers. lIdentify high and
low performers that can be rewarded and/or penalized based on the
PHDS findings.

3. Compare the PHDS findings to currently used quality measures such as
the HEDIS well-visit or survey-based satisfaction measures.

4. Design parent education and activation tools and strategies. The results
could be used to encourage parents to ask their providers about key
topics not routinely addressed during a well-child visit.

Involve each evaluation and reporting audience member in specifying goals, measures of
success, and key messages. You can do this through in-person meetings, e-mail, or phone calls.
Past CAHMI experiences have found that the first meeting should occur in person and that
subsequent discussions can take place electronically.

This important step can lead to small but critical changes to the design of your project that will
enhance its relevance and value, as well as improve "buy-in" by essential stakeholders. Like you,
many stakeholders use information to guide their efforts. Additionally, they are likely to have
unique and valuable information about the health and health care of the children you are trying to
reach. Past users have found that because the PHDS captures more than just health care quality
improvement information (e.g. child health and health care characteristics, parental health and
behaviors), they have been able to partner with organizations that they do not normally
collaborate with on quality measurement projects the quality measurement department working
with the patient education and information department.

Therefore, before deciding on contacting the reporting and audience member, make sure you:

1. Identify specific benefits for potential partners.

2. Specify information and resources these partners can bring.

3. Identify how these partners can ease data collection and analysis and/or the dissemination
of the results.

Clarify the best time to include these partners.

Specify how these partnerships will affect the timeline, staffing, and budget of the
project.

o s
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Example Worksheet 2.1: Specifying Evaluation and Reporting Audience Members

Reporting and Value of How you Information/ How partner can Best Impact
Audience Member the want them resources ease administration, | time to on

PHDS to to use the partner can analysis, and/or include | timeline,

them PHDS bring dissemination partner | staffing,

findings budget
#1:
#2:
#3:

Decide whether you want to be able to compare PHDS findings across groups, such as
providers’ offices, provider types, and geographic areas. If so, this will have many
implications for your PHDS project sampling, administration, and scoring steps.

Confirm whether you intend to repeat the PHDS in the future or if this is a "'one-time™
effort. If you will repeat it, when will you do so? Repetition will allow for trending of PHDS
measures and could affect your project's initial design.
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W7 STEP 2.2: Plan and confirm the feasibility of your PHDS

sampling strategy

’ What is the purpose of this step?

The purpose of this step is to ensure you will identify a starting sample that will allow you to
analyze the PHDS data in a way that meets your project goals.

In this step you will:

B Verify all units of analysis for which you would like to construct PHDS measures.

&1 Identify eligible children for sampling.

1 Specify the minimum completed and starting sample sizes needed for each unit of analysis.
B Specify age-stratifications required for each specific unit of analysis.

& Finalize and implement your sampling strategy.
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. ég Guidelines and Issues to Consider

¥ Verify your unit(s) of analysis
This may seem like an obvious step, and you may have already done this while
conceptualizing your project. However, it is critical that you are clear about your unit(s) of
analysis. In other words, what entities, areas, or groups of children are you measuring? Each
of these units of analysis has different specifications for sampling, so you need to decide
upon them first.
Units of analysis past users of the PHDS have sampled for include:
1. Health System
For example: Across the entire pediatrics department in a health plan.

2. Office or Provider-Group

For example: An office located at a specific location that is comprised of multiple
providers.

3. Individual Health Care Providers
For example: Dr. Jones and Dr. Smith
4. Specific Populations of Children

For example: Children within specific race-ethnicity groups. Children who reside in
specific locations (i.e., rural vs. urban).

Secondly, you need to ensure that there are valid data to allow you to analyze the desired unit
of analysis. Table 2.1 located on the next page provides highlights of common units of
analysis for the PHDS and issues to consider when sampling for these specific groups. The
bottom line is to think about what unit of analysis is most relevant to your priority audiences
for the PHDS findings. Health care systems vary across markets, so who is accountable and
who will use the information will differ depending on your health care system.
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Table 2.1 Units of Analysis and Sampling Issues to Consider

Potential Unit
of Analysis

Issues to Consider at the Time of Sampling

Health System

< Variations in the "microsystems™ within the health system in how preventive and
developmental health care is provided: Consider the characteristics within the
"microsystems" that influence how well-child care is provided. Consider the
various groups within a health system that may want to analyze the findings.

Office or < Number of providers: When doing office-level sampling, it is imperative to
Provider consider the number of providers and the (full-time employees) of the providers in
Groups each office. Bigger offices will need a bigger starting sample size than smaller
offices.
< Provider team: Think about the health care provider team that will be measured.
How is well-child care provided? Who gives the care that is measured in the
PHDS? Do the nurse and physician divide up the well-child visit? The more people
who provide care measured in the PHDS, the more variation there will be, and the
greater the sample size will need to be.
Individual < Provider team (see above)
Health Care < Provider-level variables: What variables will you use to identify the provider to
Providers whom the child should be assigned at the time of sampling? There are two options:

1) Provider with whom the child is enrolled or "paneled"” as a primary care provider.

2) Provider with whom the child had the most well-child visits in the last 12 months
or since birth.

Tip from the Field: Although you may want to analyze the data at the health care
provider level, you may not have valid information at that level. Specifically, the
CAHMI team has found that while many systems note the provider with whom the
child is enrolled, this provider is not necessarily the person that the parent is most
likely to think about when responding to the survey. This could be due to a variety of
factors: A) The provider variable is based on the claims/bills database (this allows for
one centralized billing code for a medical group) or B) The child may receive well-
child care from providers with whom they are not enrolled (e.g. they see a provider in
the same office, therefore the claim is still paid, etc.).

To address this issue, CAHMI recommends that systems use available enrollment
and utilization information for sampling and then ask parents/survey respondents to
indicate their child's personal doctor or nurse in the survey and use this data for
provider-level reporting.
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Table 2.1 Units of Analysis and Sampling Issues to Consider (Continued)

Potential Unit

Issues to Consider at the Time of Sampling

of Analysis
Specific < Child-level variables: What variables will you use to identify specific children? Are
Populations of these variables valid?
Children

Tip from the Field: Many health systems have variables related to a child's
race/ethnicity in their data systems, but these variables are not reliable (e.g., they are
not consistently used or they are only valid for some children). To address this issue,
CAHMI recommends that systems use available enroliment and utilization
information for sampling and then ask parents/survey respondents to indicate their
child's race/ethnicity and use this data for reporting purposes.
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# ldentify eligible children for sampling

Sampling is the process used to identify children whose parents will be asked to complete the
PHDS. There are five criteria that a child must meet in order to be eligible for inclusion in
the PHDS sample:

1.

Age criterion: Select children 3—45 months of age (allows for time lag in sampling
administration).

Purpose: The PHDS measures care recommended in the first three years life. This
includes care provided through the three-year-old well-child visit.

Enrollment criterion: Select children continuously enrolled in the health system for 12
months or since birth.

Purpose: The PHDS is a measure of health care quality. You want to include in the
sample children who have been in the system for the time period referenced in the survey.

Well-child visit criterion: Select children who have had one or more well-child visits (as
defined by the HEDIS well-child visit specifications) in the last 12 months or since birth.

Purpose: The PHDS is a measure of health care quality. The care provided in the PHDS
should have been provided during well-child appointments. You want to include in the
sample children who have received well-child care in the time period that is referenced in
the survey.

One-child per family/target child criterion: Randomly select only one eligible child
per family.

Purpose: You want the PHDS administration process to be as family-centered as
possible. CAHMI recommends that only one child be sampled for the survey, as many
families could have more than one eligible child and may be overwhelmed by multiple
surveys.

5. Give survey in language spoken in the home (if available): Select families that speak the

language in which the survey is administered.

Purpose: The current version of the PHDS is available in English and Spanish and the
ProPHDS is available only in English at this time (translation will occur in Fall 2006).
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Tip from the Field

Before going on to the next step, CAHMI recommends that you examine the
number of children that meet the eligibility criterion described above for each
unit of analysis. For example, if you are sampling for individual providers, we
recommend that you first examine how many children are eligible for each of
the providers. This will raise issues early on in the process that may otherwise
arise once the sampling strategy is implemented.

Additional PHDS Resources: Keep in mind that if you are planning to administer the
survey in the pediatric office (not by mail) or via the telephone, a different sampling
methodology will need to be used (see guide for In-Office Administration of the PHDS,
Reduced Item Version or the PHDS-PLUS Implementation Guidelines listed in the resources
section).

¥ Specify the minimum completed and starting sample sizes needed for each unit of analysis
Now that you have identified eligible children, you need to specify the following:
1) The minimum number of completed surveys that you will need for each unit of analysis.
2) You can then determine the starting sample size needed, taking into account the
following:

a) The response rate you think you will be able to achieve,

b) The number of surveys that will not reach the parent for completion due to bad
addresses, and

c) The data error rate for the specific until of analysis.

Figure 2.1: Determining starting sample size

target completed surveys
Minimum sample =

response rate—bad address rate) * (1—data error rate)
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The sampling strategy that you implement is dependent on how you will be using the results. For
example, if you plan on using the results to compare health care providers, then you will need

more completed surveys than if you were using the results to examine the quality of preventive
care at the population level.

Tip from the Field

If you are planning multiple uses for your results, choose the sampling
strategy with the largest minimum sample required.
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Table 2.2 provides recommended sampling strategies based on different units of analysis.

Definitions of each of the variables in this table are located on the next page.

Table 2.2: Determining the Starting Sample Size Required for Each Unit of Analysis

Comparison of

Comparison of

Health-system

Comparison of

on the setting

on the setting

on the setting

individual offices or provider | level reporting health plans °
providers ? groups

Target number 30 per health 30 per health care 100° 250 per health

completed surveys care provider® provider in each plan

office

Estimated data error 1% 1% 1% 1%

rate

Estimated response 40% 40% 40% 40%

rate

Bad address rate Depends Depends Depends Depends

on the setting

Minimum starting
sample, assuming no
bad addresses °

78 per health
care provider

78 per health care
provider in each
office

253

632 per health
plan

a Although a smaller sample could be drawn if you are not planning on using the results for
comparison, we recommend that you assume comparisons will be made if you are reporting results
at the provider or health plan levels. If 30 surveys are not feasible, the minimum number CAHMI
recommends per provider is 15. See Table 2.1 for other issues to consider in provider-level
sampling. Lastly, one of the PHDS measures (follow-up for children at risk) is only calculated for a
portion of children (approximately 25% of the sample). Therefore, if this is a primary measure to be
used in comparisons, then the sample size should be adjusted accordingly.

b Providers who are very consistent in the care they provide across patients will need fewer surveys,
as compared to providers who target certain discussions to certain patients. Secondly, if the provider
and nurse each provide components of the well-child visit, then more surveys may be needed as the
provision of care by two individuals increases the level of variation in this communication-

dependent measure.

C

CAHMI recommends that each sample contain members enrolled in the same type of health

insurance coverage. Therefore, different samples should be drawn if you wish to assess quality of
care for Medicaid beneficiaries and commercial enrollees.

d As is described in Table 2.1, the more providers there are, the more variation there is. Therefore,
CAHMI recommends that you base the sample size on the number of providers. An alternate
approach is to base the sample size on the number of FTE in each office.
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® This is the minimum number of surveys recommended. However, to date, all of the Medicaid
agencies and recent health plans that have implemented the PHDS have set their completed survey
goal at N=2000. This sample size has allowed the state to do a number of analyses that met their
strategic and political goals, and allowed stratified analysis for specific groups of children and
program and policy areas.

Definition of Terms in Table 2.2

Targeted Number of Completed Surveys: The minimum number of completed surveys
necessary for analysis. A completed survey is defined as a survey in which at least 80 percent of
the items were answered; it will be discussed in greater detail later in this section.

Estimated Response Rate: The percentage of parents who responded to the survey. You can
never know for sure what the response rate for your survey will be. However, you can estimate
this rate based on your own previous survey experience. If you do not have previous experience,
we recommend using 40 percent. This represents a conservative estimate for a response rate
based on field-testing and the implementation of similar surveys. It should ensure that you have
enough completed surveys for analysis. Field test and previous implementation results of the
PHDS have yielded response rates from 20 to 70 percent. Any response rate estimate that you
have from previous survey experience in your area should be substituted for the estimated
response rate when determining the minimum sample size. Many factors that can influence the
response rate of your survey, and suggestions will be provided throughout this section to help
you to maximize your response rate.

Bad Address Rate: The rate of addresses in your database that will be incorrect. As is noted
later in the chapter, Address Service Correction should be part of your survey administration.
However, there still will be a number of addresses that will be incorrect. The rate of bad
addresses has varied significantly across past users of the PHDS (2%—-38%). CAHMI
recommends that you examine other surveys used within the health system to determine an
estimated bad address rate.

Estimated Data Error Rate: The rate of data errors that you expect within your sample or
sampling frame. Data errors are incorrect or bad contact information, enrollment information,
eligibility information, or any other type of information necessary for the administration of the
survey. You may not know what the data error rate is for your sampling frame; however, you are
likely to find some data errors. We recommend using a rate of 1 to 2 percent if you do not know
your rate. If you do know the data error rate, this number can be substituted in the chart above
and will increase or decrease your minimum sample size.

Minimum Starting Sample: The minimum number of children who should be sampled for the
administration of the survey given the intended use of the results.
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EXAMPLE 2.2: Determining Minimum Sample Size

The Health Plan A chose to administer the PHDS across the entire system. The plan primarily
contracts directly with 10 medical groups comprised of 25 individual providers and would like to
use the PHDS results primarily for quality improvement at the system-, office- and provider level.
However, they will also be publishing the results in a consumer guide. Two years ago, the plan
administered the CAHPS and had a 52 percent response rate and a 3 percent bad address rate.
They conducted an audit of their provider records just last year and expect their data error rate to
be less than 0.05 percent.

Minimum starting sample size=
25 (# of providers)* 30 (# of completed surveys per provider)
(.52 (response rate)-.03 (bad address rate)) * [1-(.05) (data error rate)]

Minimum starting sample = 1611

¥ Specify age stratifications required for each specific unit of analysis

The last step in identifying the starting sample of children whose parents will be sent the
PHDS survey is to stratify the sample for three age groups of children.

e Children 3-9.99 months old at the time of survey administration
e Children 10-18.99 months old at the time of survey administration
e Children 19-45.99 months old at the time of survey administration

This stratification is to ensure that sufficient samples are obtained for the three groups listed
above. The reason you want sufficient samples for each of these age groups is because the
PHDS items focused on anticipatory guidance and parental education are different for each
of these groups.

At the time of sampling, it is important to specify the date when the surveys will be sent out

to the parent and to conduct the age-stratification based on how old the child will be when
the parent receives the first mailing of the survey.
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There are two options for stratifying the sample by age that have been used:
Option 1:

e One-fourth of the starting sample is children 3-9.99 months old
e One-fourth of the starting sample is children 10-18.99 months old
e One-half of the starting sample is children 19-45.99 months old

Option 2:
e Examine the proportion of eligible children (the children who met the five eligibility
criterion described earlier) in each of the groups in your health system for the units of

analysis of interest and base the stratification on your own population.

It is important that each sample is stratified for each unit of analysis. For example, if you are
sampling for 10 offices. The sample for each office should be stratified by age.

Tip from the Field

In order to reduce burden and administrative time, users of the PHDS for
office- and provider-level analysis have stratified the sample at the office level
only. However, if you are using the PHDS for incentive-based payments, then
the starting sample should be stratified for each unit of analysis examined.

Important Note for Users of the ProPHDS:

If you are using the ProPHDS, you will administer three, age-specific versions of the survey
that map to these three age-specific groups. The age of the child for the starting sample needs
to be adjusted to allow for the time of survey administration. CAHMI recommends that you
assume that the survey administration will take two months. Therefore, the starting sample
for the ProPHDS should be stratified by the following age groups.

e One-fourth of the starting sample is children 3-7.99 months old
e One-fourth of the starting sample is children 10-16.99 months old
e One-half of the starting sample is children 19-43.99 months old
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¥l Finalize and implement sampling strategy

Once you have:

1) Identified eligible children for sampling

2) Determined the minimum starting sample for each unit of analysis
3) Stratified the starting sample by age

You are then ready to randomly identify the number of children in each group in each of the
units of analysis.

Tip from the Field

Again, we recommend confirming the feasibility of obtaining all needed data
before finalizing your plan. It is not uncommon for data elements or contact
information needed to administer the PHDS to be lacking for key subgroups of
children who you would like to include in your sampling.
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W
SIWPSTEP 2.3: Identify non-survey based analytic information to
collect for the starting sample at the time of sampling

* What is the purpose of this step?

The purpose of this step is to identify data that can be linked to PHDS results to enhance the
value of the data collection. Supplemental data, in this case, refers to any data that is not directly
needed for the administration of the survey, but is obtained from the survey and used for analytic
and dissemination purposes.

For example, you may want to add an indication of whether the child had a HEDIS-defined
well-child visit, or you may even want to have the child’s claims history for more detailed
analyses.

Due to new federal regulations on data privacy (HIPAA), it is best to collect any child-level
information prior to administering the survey, since obtaining information retroactive to receipt
of completed surveys is often not acceptable. The confidential survey administration process
recommended in this manual does not allow any person-identifying information, such as the
enrollee ID, to be linked with completed survey data.

In this step you will:
¥1 ldentify data elements to collect at the same time as survey sampling, such as those
outlined in Figure 2.2 (e.g. child enrollment and utilization). These data file elements will

be used for analytic purposes.

¥] Obtain and link data elements to the sampling data file before pulling the starting sample.
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Guidelines and Issues to Consider

For each child in the starting sample,_create a unique identifier that will link the starting sample
with the completed survey data and with this supplemental data.

¥l Identify elements for the supplemental data. It is important to specify the data
elements that will be collected for each of the following:

1. Each child in the starting sample. Collect descriptive variables about the child that
you can use to stratify the PHDS data. Supplemental variables created by past
users of the PHDS have been based on the following data systems:

o0 Administrative and/or enrollment data: Information that can be derived
from this data includes the payor (e.g. public or private); the provider the child
is enrolled with; and how long the child has been enrolled with that provider.

o Utilization data: In the PHDS data collected to date, over 95 percent of
families who complete the survey say that their child has seen a doctor or
other health care provider in the last 12 months or since the child’s birth. Such
a detail can be valuable when analyzing PHDS results. Other examples of
information that can be derived from this data include the number of visits
over the past year and indications of certain health problems.

2. Each unit of analysis that you will use to analyze the PHDS findings (e.g.
individual pediatric offices, individual pediatric provider). Information that can be
collected includes the gender and FTE (full time equivalency) of the individual
provider and the number of providers in an office.

Figure 2.3 in the next step provides examples of supplemental items collected by past
users of the PHDS.

¥l Create a data dictionary that clearly describes the supplemental variables that will be
created based on this data. Appendix 7 provides an example of a data dictionary for a
supplemental data collected by a past user of the PHDS.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



Figure 2.2: Examples of Data Elements to Collect at the Time of Sampling

Child
Characteristics

Child Enroliment
Characteristics

Child Health Care Utilization
Characteristics

- Race/ethnicity

- Date of birth

- Gender

- Geographic region (e.g. urban, suburban, rural)

- Payor for child's insurance (public vs. private)

- Months of continuous enrollment

- Provider and/or office the child is currrently enrolled
- All Providers and/or offices the child has been
enrolled with in the last 12 motnhs

- Where applicable, specialty of child's primary care
provider (e.g. pediatrics, family medicine).

- Number of office visits {(non-ER, urgent care)

- Number of well-child visits

- Number of sick visits

- Number of urgent care visits

- Number of hospital visits

- Number of referrals, categorical variables related to
type of referred services

(For each of the above, the provider who delivered the
care and the setting in which the care was provided [e.g.
specific office])




.
W STEP 2.4: Finalize the PHDS survey to be used

* What is the purpose of this step?
The purpose of this step is to finalize the PHDS tool (the full-length PHDS or the reduced-item
PHDS) and to consider whether there are a small number of items (3-5) you can add that will
enrich your PHDS data for you and your strategic partners.

In this step you will:

¥l Finalize the PHDS tool you would like to administer (The full-length PHDS or the
reduced-item PHDS).

¥l Identify any important topics to add to the PHDS that would enrich the PHDS data.

¥1 ldentify existing and tested survey items for topics of interest or develop and test new
items.

¥l Double check the impact of new items included in your sampling strategy to ensure your
completed sample will allow you to meaningfully evaluate responses to the new items.
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@ Guidelines and Issues to Consider

¥l Finalize the PHDS tool you would like to administer (the full-length PHDS or the
reduced-item PHDS).

A copy of the PHDS and the age-specific versions of the ProPHDS can be found in
Appendices 3-6.

The primary difference between the PHDS and the ProPHDS is the length of the survey and
therefore the depth and breadth of the information obtained in the survey. (More information
about the development of the ProPHDS can be found in the In-Office Administration of the
PHDS Manual located on the CAHMI Web site.)

Where feasible (given the difference in length and costs) CAHMI recommends the PHDS if
you are using a mail mode of administration. The additional items provide valuable
information and more specificity about the care provided and key child- and parental-health
characteristics.

Table 2.3 on the following page provides an overview of the PHDS and ProPHDS to assist

you in deciding which tool best meets your needs and in setting information goals for the
project.
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Table 2.3: Comparison of the PHDS and the ProPHDS Tools

PHDS ProPHDS Difference Between the Tools?
General Characteristics
Length of Survey 10 pages 5 pages Yes
Time for Parent to Complete the Survey 10-15 minutes 5-10 minutes Yes
Survey Content Number of Items
Rec. aspects of prev. and dev. care
Anticipatory Guidance and Parental Education 15-18 15-18 No
Family-Centered Care 10 5 Yes
Ask About and Address Parental Concerns 2 2 No
Follow-Up for Children at Risk for Delays 4 4 No
Assess Family for Psychosocial Well-Being 4 3 Yes
Assess Family for Smoking, Substance Abuse, and 4 2 Yes
Safety
Standardized Developmental Screening® | 1 stem, 2 follow-up 1 No
items
Presence of a Personal Doctor or Nurse 1 1 No
Care Coordination | 1 stem, 1 follow-up 0 Yes
item
Helpfulness and Effect of Care Provided 8 0 Yes
Health Information 4 0 Yes
Child Health Care Characteristics
Access to Care, Use of Health Care 7 0 Yes
Target Child Characteristics
Health Status, Premature Birth 2 0 No
Risk for Dev., Behav., Social Delays (Items from the 10 6 Yes
PEDS®©)
Children with Special Health Care Needs | 5 stem, 2 follow-up 0 Yes
items
Whether Breastfed 1 1 No
Child Demographic Characteristics 3 2
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Table 2.3: Comparison of the PHDS and the ProPHDS Tools (Continued)

PHDS ProPHDS Difference Between the Tools?
Family Characteristics
Birth Order of Target Child 1 1 No
Family Behaviors (e.g., reading, safety behaviors) 11 1 Yes
Education Level of Parent 1 1 No
Parental Health (e.g., symptoms of depression) 5 2 Yes
Problems Paying for Basic Health and Medical 5 3 Yes
Expenses
Relationship of Respondent to Child 1 0 Yes
Respondent’s Socio-demographic Characteristics 4 0 Yes

(e.g., marital status)

% These items are recommended for inclusion only if one or more health care providers in your system use a parent-completed

standardized developmental screening tool.
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¥l Identify any important topics to add to the PHDS that would enrich the PHDS data

It can be valuable to add items that capture information about a specific topic of interest
in your health system. This can increase buy-in and perceived value of the project.

However, it is important to consider the following:

e The survey should not significantly increase in length. Consider adding only 3-5 new
items.

e Only include new survey items that can not be found more reliably using another data
source, such as the medical records or administrative data.

Important Note for Those Using the PHDS for Provider-Level Analysis:

If you are using the PHDS for provider-level analysis, CAHMI recommends you add an
item asking the parent to indicate their child’s personal doctor(s) or nurse(s). This
question can be a follow-up question to the PHDS item asking the parent whether or not
their child has one or more personal doctors or nurses (PHDS Q 38, ProPHDS Q11).

EXAMPLE 2.3: PHDS Item Asking the Parent to Identify the Child’s Personal Doctor or
Nurse

PHDS Q38: A personal doctor or nurse is a health professional who knows your child well and
is familiar with your child’s health history. This can be a general doctor, a pediatrician, a
specialist, a nurse practitioner or physician assistant. Do you have one more person(s) you think
of as your child’s personal doctor or nurse?

Yes (Go to 38a) No (Go to 39)

PHDS Q38a: Which of these people do you think of as your child’s personal doctor or
nurse? (Please check one or more)

Office X Office Y
___Dr. Jones __Dr. Reinbold
___Dr. Smith __Dr. Peck
___ Dr. Murray ___Dr. Rutenberg
____ Other: __ Other:
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Further specifications about how to use parent-report in combination with other data sources
(administrative and utilization data) is provided in Step 5.5.

¥1 ldentify existing and tested survey items for topics of interest or develop and test new
items.

If you do decide to add items to the PHDS, CAHMI recommends that, wherever possible,
you try to use items that have been validated and tested with parents of young children.

Tips from the Field

e Make sure the items you add are age-appropriate for children under age
four.

e Only include new survey items that can not be found more reliably
using another data source, such as the medical records or
administrative data.

e Do not develop new survey items if there are already reliable and valid
items about the topic of interest. In many instances, existing survey items
have already been tested and implemented.
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You may wish to examine the following surveys for supplemental items:

1.

2.

National Survey of Early Childhood Health (NSECH). Visit
http://www.cdc.gov/nchs/about/major/slaits/nsech.htm for more information.
National Health Interview Survey (NHIS). Visit
http://www.cdc.gov/nchs/nhis.htm for more information.

National Survey of Children with Special Health Care Needs (NS-CSCHN). Visit
http://www.cshcndata.org for more information.

National Survey of Children's Health (NSCH). Visit http://www.nschdata.org for
more information.

Behavioral Risk Factor Surveillance Survey (BRFSS). Visit
http://www.cdc.gov/brfss/ for more information.

Figure 2.3 on the next page provides an example of supplemental survey items that have been
added to the PHDS.
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Figure 2. 3: Examples of Supplemental Survey Item

Tailoring the PHDS by adding 3-5 questions has valuable for past users. Below are examples of
items that have been added to the PHDS.

Topic: Parent Perception about Well-Child Care (items derived from the NSECH)

Well-child care visits are visits that are made to a doctor or healthcare provider who takes care of
your child when (he/she) is not sick but needs a check-up or a shot. (In the last 12 months/Since
CHILD'S birth), how many times has (he/she) had a well-child visit for a check-up or shot?

Let's talk about the well-child care (CHILD) has received (in the last 12 months/since [his/her] birth).
Think about the last time you took (CHILD) for a check-up. How long was the doctor or health care
provider who examined (CHILD) in the room with you?

How would you rate (CHILD)'s check-ups (during the last 12 months/since [his/her] birth)? Please
include all the doctors, nurses, and other health providers that (CHILD) may have seen (Scale of 0-
10).

Topic: Care Coordination (items derived from the NSCH)

In the last 12 months (or since your child's birth), did your child need any special services,
equipment, or other care for his/her health?

1a. How much of a problem, if any, did you have obtaining the special services, equipment, or other
care that (he/she) needed? Would you say you had a big problem, moderate problem, small
problem, or no problem at all?

Topic: Day Care (items derived from the NSECH)

In a typical week, how many hours does your child spend in the care of someone other than a parent
or guardian?

1a. Is the person who usually cares for child a relative or non-relative?
1Db. Is your child mostly cared for in your home, in someone else's home, or in a day care center?
Topic: Obesity

How much does your currently weigh? * What is your child's current height? **Items used to
calculate the child's body mass index. Only applicable to children 2 years or older.
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Before adding any items to the PHDS survey, be sure to do the following:

= Double check the impact of new items included in your sampling strategy to ensure you
will have a completed sample that will allow you to meaningfully evaluate responses to
the new items.

= Test any new items you design yourself to make sure the wording is interpreted in the
way you intended. Do this "cognitive testing" even if you only have access to a small
group of parents of young children.

= Think about the placement of any new survey items. The survey should flow from topic
to topic with similar items grouped together, rather than jump between different topics.
Discontinuity complicates the cognitive task of completing the survey and can frustrate
the respondent. All items that collect demographic information should be in the last
section of the survey. Also, adding an item in a certain place in the survey can lead to
unintended "order effects.” This occurs when the answer to a previous question "primes"”
or influences how a person responds to a following question in an undesirable way.

= Minimize the number of different time frames and response options included in a survey.
Wherever possible, ensure that added items have similar framing and response option
language to what is used in the PHDS. For example, when asking about discussions with
a child's doctor, the PHDS uses the following anchoring text; "In the last 12 months did
your child's doctor or other health provider talk with you about..."

Removing items from the core survey

CAHMI strongly recommends using the PHDS in its entirety, but recognizes that you
may need to remove items in some cases to accommodate your needs. Before you remove
any items from the core survey, consider the following:

— Start with the non-quality of care items, such as general information on parenting
behaviors, parent health, child's health, and the child's use of health care. Do any of these
items fail to provide you with information that you can use for this project? Can you get
valid information about this same topic from enrollment, member, or claims databases?

= The only quality measure that CAHMI would suggest omitting, as a last resort, would be
the "Helpfulness of Care" quality measure. The other quality measures all measure
whether specific aspects of recommended care were received, whereas "Helpfulness of
Care" asks whether the care that was received helped respondents with their parenting.

Important Note about CAHMI Copyright of the PHDS

The PHDS tools and implementation strategies are copyrighted by the
Child and Adolescent Health Measurement Initiative (CAHMI) and should
therefore be cited properly. If modifications are made to the PHDS items or

sampling strategy described in this manual, the citations should note an adaption
from the CAHMI copyright.




Step 3: Prepare for and Conduct Survey Administration

Step 3 provides detailed technical assistance to develop, prepare for, and conduct survey
administration. This step is intended for project managers and vendors who will conduct
the sampling and/or survey administration.

There are four sections in Step 3:

3.1: Organize your implementation team

3.2: Create the sampling frame and analytic variable data sets

3.3: Lay out and implement your survey administration process

3.4: Review additional related resources
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U STEP 3.1: Organize your implementation team

* What is the purpose of this step?

The purpose of this step is to develop a specific working team, work plan, and timeline for your
PHDS project, and to assemble the data needed to conduct your PHDS sampling and
administration.

In this step you will:
&1 Build an internal and external team to implement the PHDS project.
B Assign specific roles to each team member.

B If Applicable: Hire a survey vendor.

~ Guidelines and Issues to Consider

B Determine which tasks will be completed internally and which will require external
partners or vendors.

When building your internal and external PHDS teams to administer the survey, consider the
following:

e Which parts of the process can you handle internally? Which parts will require hiring an
external vendor?

e Do internal staff members have the skills/expertise as well as the time needed to complete
the tasks that will be assigned to them?

e Do you have the resources to pay external vendors, if you need them? How will you do
so0?

e What is the status of the data systems you will use for sampling and gathering
information? Will you need to contract with an external organization to gather population
files?

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



¥l Immediately involve all leaders whose approval is needed to implement your PHDS project
activities or to disseminate PHDS findings.

Obtaining the full support of senior leadership is essential to the success of your PHDS
project. While it is possible to conduct the PHDS without the early involvement and support
of senior leadership, they may key to community-wide distribution of the results. They also
may help explain the value of the project to others, such as the chief of pediatrics, or approve
contracts with external vendors.

¥ If you hire an external vendor, be sure to carefully craft a survey vendor request for proposal
(RFP).

Now that you have determined which parts of the project will be contracted out, you will
likely need to find a suitable survey vendor. Your organization may have specific rules and
requirements for hiring a vendor. Depending on these requirements, hiring a vendor can be a
lengthy process.

The process begins by writing an RFP (which may go by a different name in your health
system). This is the document that informs potential bidders of exactly what work needs to be
done, how it should be done, and when it needs to be finished. This document should be as
detailed and specific as possible. Be sure to review the technical specifications before you
write the RFP so that all necessary details are included. Also include management tasks such
as regular progress meetings and/or interim reports, decision-making processes, and conflict
resolution procedures. Make sure bidders understand exactly which costs they are responsible
for, such as survey printing and mailing costs or report development and testing costs.

All deliverables that you expect from the vendor should be specified in the RFP. This
includes interim deliverables, such as progress reports and interim completed PHDS survey
data sets, as well as final deliverables, such as the data set and all documentation about the
project. If you make changes later on, it will most likely cost you more than if they were
included in the original RFP.

The RFP should provide potential bidders with information on the processes for bidding,
evaluating, and selecting a vendor. It is important to include the following information in
your RFP:

e The deadlines and format for proposals.

e Information about how bidders can ask questions or get clarification when preparing the
proposals.

e The criteria used to score the proposals and select the vendor.

e Provisions for data security and confidentiality. Person-identifiable data is necessary only
for the administration of the survey. Include provisions for the return or destruction of
any data files with identifying information that were needed for the sampling and
administration of the survey.
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¥ If you hire an external vendor, carefully evaluate candidate survey vendors who respond to
your RFP.

When evaluating survey vendors who respond to your RFP, the minimum scoring criteria
should evaluate applicants on how well they demonstrate they have the following:

General characteristics

An understanding of the overall project and the goal of the PHDS.
A comprehensive response to all tasks described in the RFP.
Sufficient and qualified staff to do the work.

Sufficient facilities and resources.

PHDS-specific characteristics
e Experience and expertise in sampling, specifically:

0 Experience in obtaining population files from health systems and pulling samples for
survey administration based on enrollment and health care utilization. Vendors with
experience in calculating child-focused HEDIS measures should be preferred.

o Experience in creating weighted, stratified sampling files based on information about
the child's enrollment in a health system and child's age.

o0 Experience pulling survey samples at the level or unit of analysis desired, such as
health care provider or office.

e Experience in conducting parent-based surveys about the quality of care received,
specifically:

o Demonstrated ability to maximize response rates and produce acceptable
telephone response rates. The telephone response rate is calculated by dividing the
total number of completed phone interviews by all possible phone respondents.
An acceptable response rate is 40 percent or higher.

The contract will be based on the project detailed in the RFP. Remember that the contracting
process will be easier if your RFP contains specific details on the scope of the work,
deliverables, and timelines. Consult your legal department to make sure all necessary legal
language and requirements are included. This is most likely standardized for all contracts with
external vendors.

In addition, ensure that the data collection and sharing are compliant with the Health Insurance
Portability and Accountability Act (HIPAA), so that any public health information shared
between organizations is strictly protected. Include provisions for the return or destruction of
personal health information once the project is completed. Create a HIPAA Business Associate
agreement between all parties who will have access to the data.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



2 _ o
E‘\fj STEP 3.2: Create the sampling frame and analytic variable
data sets

* What is the purpose of this step?
In this step you will:
¥l Create the child-level sampling frame data set (specified in Step 2).
¥l Create the child-level analytic variable data set (specified in Step 2).
¥ If Applicable: Deliver the data sets to your survey vendor.

¥1 If Applicable: Have the survey vendor pull your PHDS sample.

9
~ Guidelines and Issues to Consider

¥ Create the child-level sampling frame data set and analytic variable data set.

Step 2.2 provided a detailed description of the guidelines that should be used in identifying and
selecting the sample.

To review, you (or your hired vendor) will do the following:
1) ldentify eligible children for sampling.
2) Determine the minimum starting sample for each unit of analysis.
3) Stratify the starting sample by age and determine the minimum starting sample for each
age group in each unit of analysis.

Once these steps have been completed, you are ready to randomly select the starting sample for
the PHDS.

Additionally, for each child and unit of analysis represented in the starting sample you will
identify the analytic information not based on the survey, as described in Step 2.3.
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¥l If Applicable: Provide survey vendor with a sampling and analytic data set data
dictionary (Appendix 7).

If you are providing a data set to a survey vendor to conduct the sampling, outline the
specific variables you want to include in the child-level sampling and analytic data sets (e.qg.,
utilization, enrollment, etc.), and/or obtain a data dictionary from your survey vendor before
the PHDS sample is pulled. This ensures that all variables that need to be linked to the survey
data set will be available to you. Once the sample is pulled, you may not be able to go back
to get additional variables. In particular, be sure your vendor makes clear which stratified
sampling groups each child belongs to (e.g., age, continuous enrollment, age group, and any
state-specific sampling strategies).

Tip from the Field

You want to use the most updated information possible for sampling because a key
eligibility criterion is whether the child had a visit or not. Children have seven well-child
visits in their first year of life alone. Therefore, you want to make sure that your sampling
is done as close as possible to when the survey is administered. Past users of the PHDS
have conducted a “dry run” of the sampling to ensure that their sampling data
specifications work and then have re-run the sampling at the latest time possible.
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STEP 3.3: Plan and implement your survey administration
W process

* What is the purpose of this step?

Establishing a specific work plan and realistic timeline is essential to the success of your PHDS
project. Many expect instant results with a quality measurement initiative. However, it takes time
to collect, analyze, and report the quality measurement data—and to have those data used in
ways that lead to improvements in care. So make sure you set a reasonable timeline for the
overall project. It is very important to allow enough time for the administration of the survey,
analysis of the results, and reporting of development, testing and production.

This section provides detailed information about the technical requirements for implementing the
PHDS. The timelines listed in the technical specifications below have been tested in the field to
ensure the best response rates and highest-quality data. Compressing the timeline can
compromise data quality and reliability.
In this step you will:

¥l Understand the key steps and timeline for administering the PHDS.

¥l Verify your work plan and delegation of tasks within your implementation team.

¥l Prepare to specify in a contract with an internal or external vendor/department how
you would like the PHDS to be administered.
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Guidelines and Issues to Consider

Important note: This manual is specific to the administration of the PHDS or ProPHDS by
mail. Refer to Step 1: PHDS Tool and Resources for other manuals describing the
implementation guidelines for administering the PHDS over the telephone or in a pediatric
office.

¥l Survey administration process

This section contains a framework for a survey administration process that has been used
by CAHMI and achieved acceptable response rates.

However, it is important to review survey administration processes used in your own
health system with your own patients, and to identify strategies that have yielded the
highest response rates.

The timing of the administration is also critical. Please consider the following:

1. Holidays: It is not recommended that you administer the survey during November
and December as many parents are busy with the holidays.

2. Seasons: Summer can be a difficult time for survey administration as families are
often on vacation. Higher response rates are often observed in the early fall and in late
winter. However, avoid survey administration during the first week of school or
during school holiday weeks.

3. Other surveys in your health system: Check to see if there are other surveys that
may be sent to parents and try not to coincide with other survey mailings, such as the
Consumer Assessment of Healthcare Providers and Systems (CAHPS).

There are six stages to administering the PHDS by mail:
o Stage # 1: Pre-notification letter

< Stage # 2: Toll-free number for parents
& Stage # 3: First mailing of cover letter and survey
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o Stage # 4: Reminder postcard
< Stage # 5: Second mailing of cover letter and survey
o Stage # 6 (Optional): Second reminder postcard and/or telephone call

Stage #1: Pre-notification letter

For each selected child with a viable address, a pre-notification letter should be mailed. This
letter should be available in all languages in which the survey will be administered. Pre-
notification letters should be customized at the respondent level (e.g., "To the
parent/guardian of [Child Name]") and should include the logo of your health system and the
signature of the appropriate agency's executive or the leader of the units of analysis for which
you are focused (e.g., the chief of pediatrics).

The pre-natification letter should:

e Provide the name of the target child for whom the survey should be completed.

e Explain that they were randomly chosen to assist you in providing information that would
be useful in improving the health care of children.

e Explain that the parent or guardian who takes the child to the doctor most often should
complete the survey.

e Specify how long the survey will take (See Table 2.3).

e Provide the toll-free number parents can use to call the vendor to ask questions about the
study, verify the study's legitimacy, or request no further contact pertaining to the study.

Appendix 8 provides an example of a pre-notification letter.
Similar to the protocols developed for External Quality Review, the pre-notification letter is a

strategy to maximize response rates, ensure confidentiality, describe how the results will
benefit the respondent, and provide instructions on how to complete the survey.

Tip from the Field

Make sure that the United States Postal Service's "Address Correction Service" is
utilized for all mailings. This will assure that you get accurate and complete
information about the number of pre-notification letters that were not received by
parents due to a bad address.

Stage #2: Toll-free number for parents to call with questions or to schedule an interview
Throughout the field phase, a live toll-free number should be maintained from 10:00 a.m. to
11:30 p.m. (local time) Monday through Saturday and 3:00 p.m. to 11:30 p.m. (local time) on
Sunday for respondents. Calls outside these hours should be referred to voicemail.
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Stage # 3: First mailing of cover letter and survey

The survey should be sent one week after the pre-notification letter is mailed. It should be
accompanied by a cover letter that explains the project and includes the other details from the
pre-notification letter. Appendix 8 provides an example of a cover letter.

It is important the letterhead used includes a name/logo that parents recognize/value that
parents recognize and value (e.g., the health system name).

Stage # 4. Reminder postcard
A reminder postcard should be sent to the entire starting sample. There are two options for
the timing of the postcard reminder:

1. One week after the survey mailing. With this option, the postcard goes to the entire
starting sample and thanks those who have already responded. This option saves the
data analyst the time it would take to remove respondents from the data file used for
the survey mailing. On the other hand, printing and mailing costs are higher because
you are mailing to the entire starting sample.

2. Two weeks after the survey mailing. This allows parents more time to complete the
survey, but may increase the chance that they have thrown it out. If you go with this
option, remove the known respondents' names from the mailing, but still thank those
who may have responded after you mailed the postcards. Also, provide parents with a
toll-free number to use to request another survey.

Stage # 5: Second mailing of cover letter and survey

A second mailing of the cover letter and survey should be sent to the non-respondents at least
one month after mailing the first survey.
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Stage # 6 (Optional): Reminder Postcard and/or telephone call
If the response rate is low, then CAHMI recommends that you send another reminder to the
parent.

You can use either a postcard OR you call the parent.

The telephone call should be used ONLY to remind the parent to send the completed survey
back and find out if they need another one. CAHMI does not recommend that you administer
the survey over the phone if you have conducted a majority of the survey administration by
mail.! The telephone reminder is more costly than the postcard reminder; however, it can
reach parents who might not have responded to the postcard.

Appendix 8 provides an example of the telephone script that can be used to remind parents
to complete the survey.

Example 3.1: Survey Administration Timeline

Mail pre-notification letter
Toll-free number for parents

e Live toll-free number maintained from 10:00 a.m. to 11:30 p.m. (local
time), Monday-Friday, and 11:00 a.m. to 11:30 p.m. on Saturday.
e Calls outside these hours referred to voicemail.

First mailing of cover letter and survey
Reminder postcard

Option 1: To the entire starting sample

Option 2: To the non-respondents

Second mailing of cover letter and survey

Reminder postcard or telephone call

! As with all surveys, there is a mode effect on the survey results depending on whether it is completed by mail or telephone.
Telephone-based surveys tend to systematically higher quality of care findings.
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¥l Data Confidentiality

The recommended protocol for implementing the PHDS ensures the confidentiality of the
data. If you contract the administration of the survey to an external vendor, make sure to
include data confidentiality provisions in the RFP and the contract.

Be sure that the organization conducting the survey administration signs a HIPAA Business
Associate agreement. Check with your legal department about HIPAA compliance. The
HIPAA privacy provisions establish how covered entities must safeguard the confidentiality
of patients' protected health information. Your legal department can help you determine
whether you are a covered entity under HIPAA and whether your project adequately
safeguards the confidentiality of patients' protected health information as specified in the
HIPAA regulations.

¥ Institutional Review Board (IRB) Approval

You may be wondering if you need approval from an Institutional Review Board (IRB),
especially if you do not have an IRB within your organization. While many people think that
IRB reviews are only for research projects, IRB approval should be obtained before
conducting the PHDS or any survey. IRBs ensure that consumer/patient rights are protected.
The technical specifications in this manual are meant to address legal issues and allow for
IRB approval. These specifications are based on past pilots of the PHDS that have undergone
IRB review and been approved.

If your organization does not have an IRB, you can still have a review. Independent IRBs
often review projects on a contractual basis; nearly every educational institution has an IRB.
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7" STEP 3.4: Review additional related resources

As mentioned earlier, there are additional versions of the PHDS that can be administered
via mail and/or in-office. For more information about how items from the PHDS have
been administered, visit the CAHMI Web site at www.cahmi.org.

The Spanish version of the PHDS is also available at www.cahmi.org.

For more information on HIPAA privacy provisions or for a copy of the final law, go the
Department of Health and Human Service's Web site at www.hhs.gov/ocr/hipaa.
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Step 4: Monitor Survey Administration and Prepare for Data Analysis
Step 4 provides detailed technical assistance on the five steps needed to ensure the proper
administration of the PHDS and to prepare data files for analysis. This step is intended
for project managers and vendors who will conduct the sampling and/or survey
administration.

There are four sections in Step 4:

4.1: Monitor survey administration

4.2: Clean and code your PHDS data set

4.3: Integrate updated enrollment and utilization information

4.4 1dentify and obtain descriptive information about the health system to inform
analysis

4.5: Weight your data set to represent your target population



@@ STEP 4.1: Monitor survey administration

* What is the purpose of this step?

The purpose of this step is to closely track the quality of your survey administration process, and
to monitor and troubleshoot any problems with securing an optimal response rate and accurate
data entry.

In this step you will:
& Receive and review weekly tracking reports from your survey vendor.

B Assess and troubleshoot problems with response rates.

Guidelines and Issues to Consider
B Specify and obtain weekly survey tracking report.

Survey responses should be tracked throughout the administration process. At a minimum, a
variable indicating the survey disposition should be maintained by your survey vendor and
reported on a weekly basis throughout the administration process. Values for this variable
can include:

e Survey received — Survey was sent back.

e Complete — At least 80 percent of the survey items parents should answer were
completed.

e Incomplete — Less than 80 percent of the survey items were completed.

e Refused — Parent refused to complete survey, sent it back blank, OR called the toll-
free line and asked to be removed from list.

e Bad Address

e Ineligible — Parent returned the survey saying that their child was not in the age
group, has not had a well-child visit, or child is no longer enrolled in the health
system.

e Deceased — Child has passed away.
e Language barrier — Respondent cannot read and understand the survey.
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b1 Calculate interim response rates and troubleshoot response problems.

Your raw response rate is simply the number of questionnaires returned divided by the
number of children in your starting sample. However, this rate is often misleading and not
representative of the true response rate. Therefore, an adjusted response rate should be
calculated on an interim basis throughout survey administration to track whether you are
meeting response rate targets.

For the adjusted response rate, both the numerator (number of respondents) and the
denominator (number sampled) are adjusted based on certain factors:

e First, the numerator (number of respondents) is adjusted from the total number of
questionnaires returned to the number of completed questionnaires returned. A survey is
defined as “completed” if the parent answered at least 80 percent of the items that they
should have answered. You should not include items that were skipped appropriately in
your count. You can adjust this algorithm if you want to allow responses to be considered
even if less than 80 percent of items are completed.

Second, the denominator (number sampled) is adjusted to include only those children who are
eligible for the survey, for whom you have a valid address, and whose parents do not have a
language barrier. The formula to adjust your response rate is:

Response Rate = Number of 80% or more completed surveys
Number of children sampled —(deceased + ineligible + language
Barrier + bad address

If your response rate falls short of projections, you may need to troubleshoot with your
survey vendor and consider adding and/or altering administration steps. For instance, you
may decide to add an additional phone call, send a postcard, alter your introductory message
left on voicemail systems, or introduce a small incentive for participation in the survey.
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7
Ej STEP 4.2: Clean and code your PHDS data set

* What is the purpose of this step?

The purpose of this step is to obtain an accurate data set from your survey vendor. This step
includes consistent and accurate cleaning and coding of the data set in preparation for
constructing PHDS quality measures and the analytic variables needed to report your PHDS
project findings.

In this step you will:
B Specify data files to be created.
& Obtain and check interim data sets for accurate data labeling and entry.

& Prepare data files for analysis.

~

Guidelines and Issues to Consider

While data preparation is often considered part of the analysis, this task is included in the data
collection section because it may be completed by the vendor while administering the survey.
Additional data preparation and cleaning steps are described in Step 5.

1 Specify data files to be created.

If you are using a vendor to administer the survey, the vendor should submit a data file that
contains the following:

1. Coded responses for all PHDS items, including blank, do not know, refused to
answer, and item skipped.

2. Survey disposition, such as if the survey was completed and the reasons for
incomplete surveys (see variables noted in Step 4.1).

3. Other descriptive variables identified and collected for the starting sample (e.g.,

related to enrollment, health care utilization, etc.) that were identified in Steps 2 and

3.

Administrative data used for generating the sampling frame.

Age of child in months.

Any supplemental data linked prior to the removal of identifying information used for

survey administration.

7. A data dictionary for the file. An example data dictionary for the ProPHDS survey
data file can be found in Appendix 9.

o Ok
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You also may choose to have your vendor conduct some initial data preparations, such
as:

= Verifying ineligible cases

= Checking for duplicate data records

= Running frequencies on all variables to check for values that are out of range
= ldentifying problems with skip patterns

If errors are found, you should have the vendor verify them with the original surveys to
ensure that the errors stem from the respondent and not from the administration process.
Once these are identified, you will need to make decisions on how they will be handled
for the analysis. Refer to Section 5 for more detail on analyzing the results.

¥l Obtain and check "test" and interim data
sets for accuracy of data entry and
survey administration.

Tips from the Field
The vendor administering your survey
(either internally or externally) should e Always label data variables.
provide you with a test and interim e Update your data dictionary with any
PHDS survey data sets according to a changes made to data labels or
predetermined schedule. response codes. Good documentation is

essential!

CAHMI recommends that you ask your e Create a backup of your data set in case
survey vendor to send a test data set that of emergency. Also, create temporary
is based on a handful of mock completed and permanent data sets wisely. Think
surveys. This data set will test the data about what you would need to do if you
entry processes and ensure that the data lost the data.
set you receive matches the data e Always keep a copy of your original
dictionary your vendor is using. data set.

When you receive the test data set you should make sure that your vendor is using the
data variable labels agreed upon and that responses to survey items are assigned the
agreed-upon values (e.g., 1= "no"; 2 = "yes", etc.). If errors are found, request that they
be corrected immediately.

CAHMI recommends that you request at least two interim data sets. The first should
include the first 100 surveys entered and the second should include half of your expected
final completed survey data set (e.g., if your final complete survey goal is N=2,000, then
the second interim data set should be N=1,000). These interim data sets allow you to
develop the syntax that you will use to clean and analyze your PHDS data. Therefore,
when the final data set is received, you will have already done a significant amount of
preparatory work.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



¥l Preparing the PHDS data files for analysis.

Valid PHDS findings require careful preparation of your data prior to starting your
analysis. The following are necessary steps to prepare the data for analysis. They do not
necessarily need to be conducted in the order presented.

Data Prep Step #1: Verify survey completeness.

You should receive the data from the vendor for all of the interviews conducted.
However, for your analysis you should limit the data to surveys with at least 80 percent
of the items completed.

Data Prep Step #2: Check for ineligible cases.

Make sure parents who responded have children who meet the sampling criteria for age
and continuous enrollment. (a) Run a frequency on the age variable from the survey
responses. Here you should ensure that the age the parent reports in the survey and the
age-specific section of the PHDS that the parent completes match the age of child that
you have in your administrative data files. Use the parent report as the "gold standard"
and exclude cases where the child was erroneously included in the sampling frame. (b)
Remove records where the child was found not to be in the health plan, provider, or unit
you are sampling.

Data Prep Step #3: Check for duplicate data records.
Make sure every record has a unique identifier.
Data Prep Step #4: Check for out-of-range values.

Run frequencies on all of your variables to check for out-of-range values or odd-looking
distributions. At this point, you may not be able to go back and correct the data error. If
the error is random and affects only a few cases, then you may want to exclude those
cases. However, if the error seems to be systematic and affects a large number of
responses, it may be worth finding the source of the error and correcting it.

Data Step #5: Identify problems with skip patterns.

Run frequencies and cross-tabulations to verify that skip patterns were followed
correctly. If errors seem random and affect only a small number of records (less than
2%), assume the item stem (the question instructing the respondent to go to a different
question) is accurate and then correct the response for the incorrect skip. Systematic
errors or problems with a significant number of cases should be verified.
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If you want to be absolutely certain that skip patterns were followed, you can require that
only the children of parents who responded appropriately to the filter question are
included when you create the new variables.

Data Prep Step #6: Assign missing values.

Missing values should be recoded in some way so that you know not to include them in
the analyses. You should designate missing values in the data set in a way that ensures
they are omitted when calculating measures. Also, recode the response options of
"refused" to a missing value. Examine the number of "I don't know" responses that you
get. If this total percentage is less than 2 percent, then you should recode them as missing
values.
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;ﬂ STEP 4.3: Integrate updated child enrollment and utilization
information

’ What is the purpose of this step?

The purpose of this step to make sure that data for each child are as current as possible when you
calculate your PHDS quality indicators and create reports of your findings for key audiences.

In this step you will:
] Identify variables that may need to be updated for each sampled child.

&1 Obtain and merge updated data variables into your analytic variable data set.

Guidelines and Issues to Consider
1 1dentify variables that may need to be updated for each sampled child.

As discussed in Steps 2.2, 2.3, and 3.2, many analytic variables are derived from
enrollment and utilization data sets and are valuable for analyzing and reporting PHDS
findings.

A majority of the PHDS asks the parent to respond about care provided "in the last 12
months."” Therefore, you want the variables in the analytic data file to accurately describe
the 12 months prior to the date when the parent responded to the survey.

Examples of common variables that need to be updated from the time of sampling
include:

= Variables related to health care utilization: There is often a lag between when a
child has a visit and when it shows up in the data systems. You want to wait to
update your analytic file until the data systems are updated and correct for when
the parent completed the survey.

For example: If there is a three-month lag before a visit shows up in your data
systems, and the survey was administered in September, then you want to wait
until December to update your analytic data file with the information about health
care utilization.
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= Variables related to enroliment: Examples of these variables include the primary
care provider with whom the child is enrolled.

¥l Obtain and merge updated data variables into your analytic variable data set.
Using the child-level unique identifier specified in Step 2.3, you merge the updated data

variables into your analytic variable data set. This analytic variable data set will be what
you use in Step 5 of this manual.
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STEP 4.4: ldentify and obtain additional descriptive information about
the health system to inform analysis

’ What is the purpose of this step?

The purpose of this step is to collect additional descriptive information about the health system
to inform your analysis. This information should address the specific processes, systems, and
resources that relate to the provision of preventive and developmental health care. This
information can be used to identify which processes and systems are correlated with higher and
poorer quality of care, and then inform policy and quality improvement decisions.

In this step you will:

& 1dentify health system characteristics related to the provision of preventive and
developmental health care.

1 Collect this descriptive information for each unit of analysis.

Guidelines and Issues to Consider

] Identify health system characteristics related to the provision of preventive and
developmental health care.

This important step will enhance the value and usefullness of the PHDS data in guiding
future policy and improvement efforts. Review the PHDS survey items again and think
about specific processes, systems, and resources in place that are related to the topics
measured in the PHDS.
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Below is a description of tools that can help you gather related descriptive information:
1. Office Systems Inventory

Appendix 10 provides an example of the Office Systems Inventory (OSI) developed
through the Healthy Development Collaborative.*

The OSI collects descriptive information about specific office systems related to:

e meeting parents' informational needs and addressing their concerns about their
child's learning, development, and behavior;

 identifying children at risk through the use of structured developmental and
psychosocial assessments and screening at appropriate Visits;

e providing strong links to community resources for families who need or want
them; and

e promoting optimal parent/child relationships.

The OSI can be completed by the office manager or another office staff member who
has the knowledge needed to complete the tool.

The PHDS can then be analyzed by the office-specific OSI scores, and systems
yielding higher quality of care scores can be identified.

Tip from the Field

Where possible, you should collect information on the OSI for each
office included in your starting sample. For example, if you are using the
PHDS to examine quality of care in 10 pediatric offices, then you should
collect the OSI for each office.

! The Healthy Development Collaborative was a Commonwealth Fund—supported initiative designed to help primary care practices in Vermont
and North Carolina engage families in a partnership to promote positive developmental outcomes for the families' children through the
development of improved office systems. The OSl is part of the Practical Guide for Healthy Development, a set of materials and tools designed
and tested in the Healthy Development Learning Collaborative, a 12-month quality improvement initiative. The OSI is also available at
http://www.cmwf.org/usr_doc/Office_Systems_Inventory.pdf).
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2. Posters and Handouts in the Office

Parents can receive information about the topics measured in the PHDS through
posters and handouts located in the office of their child's health care provider. These
resources may answer parents' questions and meet their informational needs without
involving a discussion with their child's health care provider.

Given that the PHDS allows the parent to indicate whether they had their
informational needs met, it can be useful to catalog the types of information available
to the parent and analyze the PHDS findings using this descriptive information.

Appendix 11 provides an example of a worksheet that can be used to catalog posters
and handouts. The worksheet lists all of the topics that are included in the PHDS and
has a column to indicate whether there is a related poster or handout that is provided
in the office. It is important to catalog only those educational resources that are
readily available to the parent and do not require a discussion with the office staff, as
such discussions are included in the PHDS.

The PHDS can then be analyzed by the poster and handout scores, and educational
resources correlated with higher quality of care scores can be identified.

3. Electronic Medical Records

Some health systems utilize electronic medical records (EMRs). Most EMR programs
have standardized forms or templates that can be used by the provider for well-child
visits. And most EMR programs allow users to develop standard parent education
templates (often called an "After-Visit Summary") that are handed out by the health
care provider. The worksheet provided in Appendix 11 can also be used to catalog
standard EMR text and handouts.

¥l Collect this descriptive information for each unit of analysis.
In Step 2.2 you specified the units of analysis for sampling and analysis. It is important to
collect as much descriptive information for each unit of analysis as possible, as it will

enhance the useability of your PHDS findings and will help you to identify possible
reasons for high and lower performance within each unit of analysis.
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2 _
EJ STEP 4.5: Weight your data set to represent your target
population

’ What is the purpose of this step?

The purpose of this step is to to ensure that your final PHDS data set is representative of the
desired sample of children on which you would like to report at the end of your project.
Weighting is a standard component of most survey projects, especially if you oversampled for
certain population subgroups (e.g., racial groups) or if there are response biases (e.g., some
population subgroups are systematically less likely to respond to your survey).

In this step you will:

&1 Clarify your desired population of children to ensure that your findings are representative
and determine whether weighted data are required.

B Develop a weighting methodology and construct sampling weights to use during your
data analysis.

ﬂ?i . .
EJ Guidelines and Issues to Consider
B Determine whether weighting is required.
The goals of the sampling and survey administration strategy outlined in this manual are:

1) To obtain sufficient samples of completed surveys for the three age groups that correspond to the
age-specific sections of the PHDS survey (3-9 months, 10-18 months, and 19-48 months).

2) To obtain specific units of analysis to focus your measurement effort.

You will need to weight your data if you want to be able to create reports that describe findings
across your health system for all children.

Specifically, you will need to weight your data if one or more of the following is true about your
PHDS project:

= You over-sampled for specific groups.

= You used age-stratifications that are not representative of your population.
= The responding population is significantly different than your sampled population.
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¥l Develop a weighting methodology.

Your survey department or vendor should be able to construct valid weights once you specify the
population of children on which you want to report PHDS findings (e.g., all children enrolled in your
health system who had at least one-well child visit).

Below are issues and tips to consider as your weighting method is developed.

Clarify the baseline population you will use to calculate the weights.

Since the children eligible for the PHDS include ONLY those who met the eligibility criteria
described in Step 2.2 (e.g., continuous enrollment and visit requirement; parents spoke the
languages in which the survey was administered; and families had valid address information),
you can only weight data to represent this group of children.

A primary purpose of weighting is to ensure the PHDS findings accurately describe care for a
group of children. It is important to clarify the group of children for which you want the report to
provide generalizable findings.

For example:

= Do you want the report to describe care provided across an entire health system? If so, then
the baseline population is all eligible children enrolled in the health system.

= Do you want the report to provide office-specific descriptive information? If so, office-
specific weights will need to be created based on the eligible population of children in each
of the pediatric offices.

Specify the factors you will use to calculate weights.

At a minimum, you will need to weight your data according to age if your general population of
children is not distributed in the way you stratified the sample in Step 2.2.

To make your PHDS findings representative, you will need to determine the actual age
distribution of the population of eligible children, according to the three groups specified in Step
2.2, and weight the data accordingly.

Other variables you may need to include in your weighting methodology include:
1) Variables you used for over-sampling such as race, geographic location, and type of health
care provider or health plan.

2) Variables for populations that are under- or over-represented in your completed sample due
to a known response bias.
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Step 5: Construct Quality Measures and Analytic Variables

Step 5 provides detailed technical assistance on how to analyze the PHDS data and create
quality measure scores. This section is intended primarily for data analysts. This section
is also valuable for project managers to determine scoring models for the PHDS quality
measures that best meet the project needs and goals.

The seven sections in this step focus on the construction of the PHDS quality measures
and evaluating these measures in different ways (e.g., for specific units of analysis, by
subgroups of children, by administrative and utilization data):

5.1: Calculate core PHDS quality measures specific to certain aspects of care

5.2: Calculate PHDS "got all care” composite measure

5.3: Calculate alternate versions of the PHDS quality measures

5.4: Construct additional PHDS analytic variables

5.5: Evaluate quality measurement results for specific units of analysis

5.6: Evaluate quality measurement results for subgroups of children

5.7: Review additional analytic tips



@@ STEP 5.1: Calculate the core PHDS quality measures specific to
certain aspects of care

’ What is the purpose of this step?

The purpose of this step is to construct child-level quality measures based on the PHDS
responses. The scores can then be analyzed for specific groups.

In this step you will:
&1 Learn about the core PHDS quality measures.
B Recode item-level survey responses for each child.
1 Calculate child-level, composite PHDS quality measures.

1 Specify and assign "threshold level of quality” cut-points to each measure and calculate
child-level versions of these quality measures.

S |
;: Guidelines and Issues to Consider

&1 Learn about the core PHDS quality measures.
There are 12 core PHDS quality measures.

Each measure summarizes information from between one and 18 individual PHDS items
and assesses individual components of recommended preventive and developmental
care." The PHDS quality measures are scored on a 0-100 scale, where 0 indicates that
recommended care is not received and 100 indicates that all aspects of care were
received.

It is important to remember that the ProPHDS is a reduced-item version of the PHDS,
therefore not all of the quality measures are in this shortened tool.

! More information about the reliability and validity quality measures based on the PHDS items can be found in the
Pediatrics articles and Commonwealth Fund report listed in Step 1.
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The 13 core PHDS quality measures are:

1.

10.

11.

12.

13.

Anticipatory guidance and parental education provided by doctors or other health care
providers.

Assessment of parent concerns about their child's learning, development, and behavior.
Provision of specific information to address parental concerns.
Follow-up for children at risk for developmental, behavioral, or social delays.

Administration of a standardized, parent-completed developmental and behavioral
screening tool.

Assessment of psychosocial issues in the family.
Assessment of smoking, substance abuse, and safety in the family.
Provision of family-centered care that respects, listens to, and partners with parents.

Coordination of care for children requiring multiple types of health care services or
seeing more than one health care provider (items included in the PHDS only).

Helpfulness of care provided to parents (items included in the PHDS only).

Effect of care provided on parental confidence (items included in the PHDS only).
Provision of written or other types of health information to parents on caring for their
child, preventing injuries, and ensuring optimal development (items included in the

PHDS only).

Provision of information about resources in the community for parents.

Table 5.1 provides a detailed description of the individual items that go into each of the 12
quality measures.
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Table 5.1: PHDS Items Included in Each Quality Measurement Topic

Quality Measure

Topics Included in Quality Measure

PHDS/
ProPHDS-
Survey
Items

Number of
Individual
Items

Anticipatory
Guidance and
Parental
Education from
Doctor or Other
Health Care
Providers
(AGPE)?

Assesses whether a core subset of recommended
anticipatory guidance topics were discussed with
child's health provider and if not, whether the parent
wished topics had been discussed or if he/she already
had information about the topics and did not need to
discuss them.

Age-Specific Topics:

3-9 Months: What parents can do to help their child
grow and learn, behaviors to expect, breastfeeding,
food and feeding, sleeping positions and sleep areas,
night waking and fussing, how child communicates,
what child understands, how child responds to others,
burn avoidance, car seats, house safety, importance of
picture books/reading, TV watching, and childcare.

10-18 Months: What parent can do to help child grow
and learn, behaviors to expect, vitamins and food,
bedtime routines, words and phrases child uses and
understands, preventing bottle mouth, child's
independence, guidance and discipline techniques,
parental education about toilet training, car seats, house
safety, what to do if child swallows certain kinds of
poisons, reading to child, TV watching, childcare.

19-48 Months: What parent can do to help child grow
and learn, behaviors to expect, nutrition and eating
habits, bedtime routines, toilet training, words and
phrases child uses and understands, how child gets
along with others, guidance and discipline techniques,
ways to teach child about dangerous situations, car
seats, house safety, what to do if child swallows certain
kinds of poisons, reading to child, TV watching,
childcare.

Q7, Q8/
Q1,Q2

Q9, Q10/
Q1,Q2

Q11, Q12/
Q1, Q2

16

17

15

% The items related to anticipatory guidance and parental education are different depending on the age of the child
and as described in Step 2.4.
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Table 5.1: PHDS Items Included in Each Quality Measurement Topic (Continued)

PHDS/ Number of
: : : . ProPHDS- | Individual
Quality Measure Topics Included in Quality Measure Survey ltems
Items
Ask About Assesses whether providers ask parents whether he/she
Concerns has concerns about child's learning, development, and Q21/Q5 1
behavior.
Address Assesses whether parents with concerns about their
Parental child's learning, development, and behavior received
Concerns specific information addressing their concerns. (Note: Q22/Q6 1
Items derived from the PEDS®© used to identify
concerned parents [PHDS Q18-Q20, ProPHDS Q4])
Follow-Up for Assesses whether children who are determined to be at
Children at Risk | significant risk for developmental, social, or behavioral
for Delays delays (Note: Items derived from the PEDS®© used to
identify children at sig. risk [PHDS Q18-Q20,
ProPHDS Q4])* had appropriate follow-up health care. Q23/Q7 4
Follow-up items include testing of child's learning
development and behavior, referral to another doctor or
speech/language testing, and/or whether a doctor or
other health provider noted a concern that should be
watched carefully.
Administration | Whether the child's health care provider administered a
of a parent-completed standardized developmental and Q26,
Standardized behavioral screening tool. Q26a, 1 stem, 2
Developmental Q26b/ follow-up
and Behavioral Q9, Q9a,
Screening Q9b
(SDBS) Tool
Assessment of Assesses whether health care providers asked the
Psychosocial parent about their own psychosocial well-being, Q27 c,d;
Issues in the including depression, emotional support, changes or Q28 c,d/ 4/3
Family stressors in the home, and how parenting is working. Q10 b-d
(Note: This can be through the use of a parent-
completed questionnaire)
Assessment of Assesses whether health care providers asked the
Smoking, parent about smoking, substance abuse, safety, and Q27 a,b;
Substance firearms in the home. (Note: This can be through the Q28 a,b/ 4/2
Abuse, and use of a parent-completed questionnaire) Ql0a,e
Safety in the
Family

Family-Centered

Parent reports that child's health care provider delivers
care in a family-centered manner, e.g., understands
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Care specific needs of child and concerns of parent, builds Q13, Q14/ 10/5
confidence in the parent, explains things in way the Q3
parent can understand, and shows respect for a family's
values, customs, and how they prefer to raise their
child.
9. Care Assesses whether children requiring more than one
Coordination type of health care service received needed help Q5a/NA 1
coordinating care.
10. Helpfulness of Parent report of how helpful information from child's
Care Provided | health care providers was in specific areas of parenting
such as understanding child's behavior, protecting child | Q15/NA 4
from injuries, and helping the parent learn to meet their
own needs.
11. Effect of Care Parent report on the effect of care on their confidence
on Parental in: doing things for child to help him/her grow and Q16/NA 4
Confidence learn, protecting child from injuries, addressing special
concerns, and managing parenting responsibilities.
12. Health Assesses whether information was provided
Information outside/inside the health care provider's office (mail, Q17/NA 3
clinic pamphlets, videos, etc.) on the following: safety,
health care utilization, developmental information.
13. Provision of Assesses whether information was provided by the Q8i/Q2i
information about child’s doctor or other health providers about resources
resources in the in the community for the parent. Q10i/Q2i 1
community for
parents Q12i/Q2i

*See Table 5.4 for information on determining if a child is at high or moderate risk for
developmental, behavioral, or social delays.

¥l For each child, recode item-level survey responses.

The quality measures are scored for each child whose parent completed the survey. The
first step in creating the quality measure is to recode each item that goes into the quality
measure into a 0-100 value indicating whether quality of care is received.
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Tip from the Field

CAHMI recommends that you recode each individual item into a 0-100 value
rather than transform the composite quality measure to a 0-100 value. We
recommend this approach because many users will examine item-level findings in
addition to the quality measure findings (e.g., the number of children whose
parents were asked if they were experiencing symptoms of depression).

The following is the recommended process for recoding the individual survey items:

Recoding Step 1: Map Items to Quality Measures

Map the items to each of the corresponding quality measures, as shown in Table 5.2 on
the following page. Remember: If you added questions and re-numbered the survey, the
question numbers in your survey may differ.

Recoding Step 2: Create New Items and Recode Response Options Used to Score
Quality Measures

Assign a quantitative value to each survey item response options (e.g., "yes" vs. "no").
Recode the response options for each survey item used in a quality measure so that the
values fall between 0 and 100, where zero indicates quality health care was not received
and 100 indicates quality health care was received. Be sure not to recode the original
items in the data set. Instead, you should create new items in case you make a mistake.
Use Table 5.2 as a guide to rescore each of the items. Missing responses are NOT given a
valid score and are NOT included in the calculation of the quality measure.

Important Note: There are two versions shown for how to score the anticipatory
guidance and parental education (AGPE) quality measure presented in Table 5.2.

e Version A is the average proportion of recommended topics discussed by the child's
health care provider. This measure answers the question of how many recommended
AGPE topics on average are discussed and whether parent questions were answered.

e Version B is the average proportion of topics for which the parents had their
informational needs met. This measure assesses the number of topics for which the
parent reported "Yes, the topic was discussed,"” or "No, the topic was not discussed,
but | wished it had been discussed.” This measure answers the question of whether
parents are having their informational needs met on recommended anticipatory
guidance and parental education topics.

The version you decide to use should be based on your research questions and goals for
the study.

CAHMI recommends that you create both versions, as each is valid and valuable and
each one answers different questions about the level of care provided.
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Table 5.2: Item-Level Recodes for Core PHDS Quality Measures

. PHDS/ . . Value
Quality Measure p Original Response Options Assigned to
roPHDS
Response
1. Anticipatory Guidance and Q7, Q8, Q9, | 1=Yes, the topic was discussed 100
Parental Education from Q10, Q11,
Doctor or Other Health Care Q12/ 2=Yes, the topic was discussed
Providers but my questions were not
Q1, Q2 answered completely
Version A: Average
proportion of topics parents 3=No, but I wish we had talked
report were discussed. about that
4=No, but I already had 0
information about the topic and
did not need to talk about it any
e MOYe
Version B: Average Same as 1=Yes, the topic was discussed
proportion of topics parents above
had their informational needs 4=No, but I already had
. . . 100
met. information about the topic and
did not need to talk about it any
more
2= Yes, the topic was discussed 0
but my questions were not
answered completely
3= No, but I wish we had talked
about that
2. Ask About Parental Concerns Q21/ 1=Yes 100
About Their Child’s Learning,
Development, and Behavior Q5 2 =No 0
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Table 5.2: Item-Level Recodes for Core PHDS Quality Measures (Continued)

3. Address Parental Concerns Q22/ Only recode the item for children whose parents
responded "yes" or "a little" to one or more of
Q6 the PEDS®© items. See Table 5.1 for more
detail.
1=Yes 100
2=No 0
4. Follow-Up for Children at Risk Only recode the items for children identified as
for Developmental Delays Q23/ at high or moderate risk for delays based on the
PEDS® items. See text following Table 5.2 for
Q7 additional specifications.
1=Yes 100
2=No 0
5. Administration of a Q26, Q26a, | 1 =Yes 100
Standardized Developmental Q26b/
and Behavioral Screening
(SDBS) Tool Q9,Q9, |2=No 0
Q9b
6. Assessment of Psychosocial Q27cd; |1=Yes 100
Issues in the Family Q28 c,d/
Q10 b-d 2=No 0
7. Assessment of Smoking, Q27 a.b; |1=Yes 100
Substance Abuse, and Safety in Q28 a,b/
the Family —
Q10 ae 2=No 0
8. Family-Centered Care Q13, Q14/ | 1 = Never 0
2 = Sometimes 0
Qs 3 = Usually 100
4 = Always 100
9. Care Coordination Qb5a/ 1=Yes 100
2=No 0
NA 3 = Child did not get care from
different providers or use more Missing
than one service
10. Helpfulness of Care Provided Q15/ 1 = Very helpful 100
2 = Helpful 100
NA 3 = Somewhat helpful 0
4 = Not at all helpful 0
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5 = We did not discuss Missing

11. Effect of Care Provided on Q16/ 1= | feel a lot more confident 100
Parental Confidence 2= | feel a little more confident 100
NA 3= 1 do not feel more or less 0
confident
4= | feel less confident 0
12. Health Information Q17/ 1="Yes 100
NA 2=No 0
13. Provision of information about | Q8i/Q2i 1=Yes, the topic was discussed 100
resources in the community for
parents Q10i/Q2i 2=Yes, the topic was discussed
Version A: Resources but my questions were not
Provided Q12i/ Q2i answered completely
3=No, but I wish we had talked
about that
4=No, but I already had 0

information about the topic and
did not need to talk about it any

more
Version B: Parents had their | Same as 1=Yes, the topic was discussed
informational needs about above
resources in the community 4=No, but I already had 100
met. information about the topic and
did not need to talk about it any
more
2= Yes, the topic was discussed 0

but my questions were not
answered completely

3= No, but | wish we had talked
about that

Additional Specifications for Item-Level Recodes for Measure #4:

Follow-Up for Children at Risk for Developmental, Behavioral or Social Delays

As noted in Table 5.2, this measure (and the individual item-level recodes) is scored only for
children identified as at significant risk (high or moderate) for developmental, behavioral, or

social delays. Children are identified as "at risk™ based on parents' responses to the Parents'
Evaluation of Developmental Status© items included in the PHDS/ProPHDS. The PHDS
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includes nine items from the PEDS tool; the ProPHDS includes six items from the PEDS
tool.

The scoring algorithm presented below is adapted from the Parents' Evaluation of

Developmental Status© specifications and approved by Frances Glascoe, Ph.D., for
identifying a denominator of children for whom follow-up care should have been received.
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Overview of the scoring algorithm for the adapted PEDS®© items in the PHDS:

= Specific concerns parents have about their children at specific ages can be an
indication of a child's risk for developmental, behavior or social delays.

= Children whose parents have one or more "indicator” concerns (parent said "yes" or
"a little™) are identified as being at significant risk. Children whose parents have
noted concerns for only one indicator item are at moderate risk for delays. Children
whose parents note two or more concerns about indicator items are at high risk for
delays.

Table 5.3 below describes the age-specific "indicator” concerns for the PEDS®© items in the
PHDS and ProPHDS:

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



Table 5.3: Risk Category based on the PEDS®© Items in the PHDS/ProPHDS

poe o High Risk Moderate Risk Low Risk No Risk
3-17.99 | Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little" "yes" or "a little" to "yes" or "a little" | "not at all" to all
to two or more of | one of the following: | to one of the PEDS®© items
the following: following:
» 18a-b, 20a with
> 18a, 18b any other concerns | » 18c, 19a-c,
(PHDS) for any other 20b-c, 20a
> 4a,4b PEDS item only (PHDS)
(ProPHDS) (PHDS) > Qd4c, 4d, 4f
» 4a, 4b, and 4f with only
any other concern (ProPHDS)
for any other
PEDS item
(ProPHDS)
18-35.99 | Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little"” "yes" or "a little" to "yes" or "a little" "not at all" to all
to two or more of | one of the following: | concernto one of | PEDS© items
the following: the following:
» 18a-c (PHDS)
» 18a-c (PHDS) | » 4a,4b, 4c » 19a-c, 20a-c
> 4a, 4b, 4c (ProPHDYS) > 4d, de, 4f
(ProPHDS) (ProPHDYS)
36-48 Parent responded | Parent responded Parent responded | Parent responded
mos. "yes" or "a little” | "yes" or "a little" to "yes" or "a little” | "not at all" to all
to two or more of | one of the following: | to one of the PEDS®© items

the following:

» 18a-c, 19b
(PHDYS)

> 4a, 4b, 4c, 4d
(ProPHDYS)

» 18a-c,19b (PHDS)
> 4a, 4b, 4c, 4d
(ProPHDS)

following:

» 19a, 19c¢, 20a-c
(PHDS)

> de, 4f
(ProPHDS)
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Important Note

This four category age breakout is different than the age breakout for the age-specific
versions of the survey (3-9.99 months, 10-18.99 months, 19-45.99 months). Therefore,
you need to be sure to use the child's age, in months, that was collected at the time of
sampling and described in Step 2.3.

&4 Calculate child-level, composite PHDS quality measures.
Once you have finished recoding the individual items, you are ready to use these
variables to calculate a composite score for each quality measure summarizing the item-
level scores for each child included in the study.

The scoring methods used for each of the quality measures are described in Table 5.3 and
followed by examples so you can see exactly how the measure is calculated.

CAHMI recommends that you only score a quality measure for those children whose
parents answered at least half of the items that are included in the quality measure.

If a child's parent answered less than half of the items in that measure, their score is
considered missing.

If a measure has an odd number of items, round up.
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Table 5.4: Scoring Algorithm for Core PHDS Quality Measures

Type of What the Measure How Quality Measure Is Calculated
i Measure Tells You (Note: For all measures, the denominator
Quality Measure i
only includes those who answered at least
half of the items in the scale)
1. Anticipatory Guidance and Parental
Education (AGPE)
Version A: Average proportion of Mean Avg. proportion of rec. Numerator: Number of "yes, item was
topics parents report were topics discussed. discussed" responses.
discussed.
Denominator: Number of items parent
________________________________________________________________________________________________________________________ answered.
Version B: Average proportion of Mean Avg. proportion of rec. Numerator: Number of "yes, item discussed"
topics on which parents had their topics on which parents | or "no, but had info and did not want to
informational needs met. had their informational discuss it" responses.
needs met.
Denominator: Number of items parent
answered.
2. Ask About Parental Concerns About Proportion Proportion of children Numerator: A "yes" response.
Their Child's Learning, whose parents were asked
Development, and Behavior about their concerns. Denominator: Number of items parent
answered.
3. Address Parental Concerns Proportion Proportion of children Numerator: A "yes" response.
whose concerned parent
received info. Denominator: Number of items parent
answered.
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Table 5.4: Scoring Algorithm for Core PHDS Quality Measures (Continued)

Follow-Up for Children at Risk for Proportion Proportion of children at | Numerator: Risk-specific scoring.
Developmental, Behavioral or Social risk who received follow- | Moderate Risk: Parent said "yes" at least once
Delays up care. to any of follow-up questions (a-d). High
Risk: Parent said "yes" to a, b, or
d.Denominator: Parent who responded to 2/4
of the items and whose child is at
high/moderate risk.
Administration of a Standardized Mean Proportion of children Numerator: Whether parent said yes to all
Developmental and Behavioral whose parents completed | three items.
Screening (SDBS) Tool an SDBS.
Denominator: Parent responded to all three
items.
Assessment of Psychosocial Well- Mean Avg. proportion of rec. Numerator: Number of "yes, item was
Being of Parent(s) in the Family topics assessed. discussed" responses.
Denominator: Number of items parent
answered.
Assessment of Smoking and Mean Avg. proportion of rec. Numerator: Number of "yes, item was
Substance Use in the Family topics assessed. discussed" responses.
Denominator: Number of items parent
answered.
Family-Centered Care (FCC) Mean Avg. proportion of rec. Numerator: Number of "usually or always"
aspects of FCC regularly | responses.
received.
Denominator: Number of items parent
answered.
Care Coordination (CC) Proportion Proportion of children Numerator: A "yes" response.
whose parents received
CC. Denominator: Number of items parent
answered.
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Table 5.4: Scoring Algorithm for Core PHDS Quality Measures (Continued)

10. Helpfulness of Care Provided Mean Avg. proportion of topics | Numerator: Number of "very helpful-
for which parent reported | helpful™ responses.
care was helpful or very
helpful. Denominator: Number of items parent
answered.
11. Effect of Care Provided on Parental Mean Avg. proportion of topics | Numerator: Number of "I feel a lot more
Confidence parent reported positive | confident—I feel a little more confident”
influence on confidence. | responses.
Denominator: Number of items parent
answered.
12. Health information Mean Avg. proportion of topics | Numerator: Number of "yes, item was
health info. received. discussed" responses.
Denominator: Number of items parent
answered.
13. Provision of information about Proportion Proportion of children Version A:

resources in the community for parents

whose provide discussed
resources in the community
(version A) OR Proportion
of children whose parents
had their information needs
met on resources in the
community (version B).

Numerator: Number of "yes, item was
discussed" responses.

Denominator: Number of items parent
answered

Version B:

Numerator: Number of "yes, item discussed"
or "no, but had info and did not want to
discuss it" responses.

Denominator: Number of items parent
answered.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Example 5.1: Health Information Quality Measure

Here is the scoring for Joel, Anne, and Steve for "Health Information.” This quality
measure includes items 17 a—c.

Their responses were as follows:

Joel: 17a. Yes 17b. No 17c. Yes
Anne: 17a. Yes 17b. Yes 17c. Yes
Steve: 17a. Yes 17b. Missing 17c. Missing

Their responses are given the following values:

Joel: 17a. 100 17b.0 17c. 100
Anne: 17a. 100 17b. 100 17c. 100
Steve: 17a. 100 17b. No value 17c. No value

Therefore, their scores on the Quality Measure are:
Joel: Numerator 100+0+100 = 200 = 66.7
Denominator 3 3

Anne: Numerator 100 + 100 +100 = 300 = 100
Denominator 3 3

Steve: No score since he did not answer at least two of the three items included in the
quality measure.

Example 5.2: Helpfulness of Care Provided

Here is the scoring for Ted's answers to the items for "Helpfulness of Care Provided." This
measure includes items 15a-d.

Responses and corresponding values:
15a. Somewhat helpful 100
15b. Very helpful 100
15c. Not at all helpful 0
15d. Helpful 100

Ted's score for the quality measure is:

Numerator (100 + 100+ 0+ 100) =75
Denominator 4
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Example 5.3: For Follow-Up Children
at Risk of Developmental, Behavioral, or Social Delays

Here is the scoring for Jack, Janet, and Chris for "Follow-Up for Children at Risk of
Developmental Delay.” This measure is comprised of items 24a—d in the PHDS (7 a—d in
the ProPHDS) and is scored only for those children who have been identified as being at
risk for a developmental delay.

Jack and Janet are both at high risk for developmental delay. Chris and Larry are both at
moderate risk for developmental delay.

Their responses were as follows:

Jack (high risk): 24a. Yes 24b. No 24c. Yes 24d. No
Janet (high risk): 24a. No 24b. No 24c. Yes 24d. No
Chris (mod. risk): 24a. No 24b. No 24c. No 24d. No
Larry (mod. risk): 24a. Yes 24b. No 24c. Yes 24d. Missing

Therefore, their scores on the quality measure are:

Jack: 100 (answered "yes" to at least one of the necessary items)

Janet: 100 (answered "yes" to both 24c and 24e)

Chris: 0 (did not answer "yes" to any of the items)

Larry: 100 (answered "yes" to at least one item, even though one item was missing)

¥l Specify and assign ‘threshold level of quality" cut-points to each measure and calculate
child-level versions of these quality measures.

Once you have calculated the core PHDS quality measures, it is helpful to identify those
children who received a threshold level of care.

The threshold scoring method creates a discrete, binomial measure for each aspect of care
and assesses how many children received a certain level of an aspect of care.

The quality measures that are proportions are already scored in a way that indicates
children who did or did not receive the aspect of care (Measures 2, 3, 4, 5, and 9). The
threshold scoring method recodes the mean quality measures into a binomial variable,
where 100 equals children who received a sufficient level of quality of care and O is
children who received less than the threshold level of care specified.

Table 5.4 provides a description of threshold measures that can be created for each of the
mean, core PHDS quality measures. These thresholds are based on the following: 1)
validity analyses of the cut points for these measures as related to other indicators of
health care quality in the PHDS, 2) consensus obtained in interviews with frontline health
care providers, system leaders, and advisors to CAHMI. Additional information about
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these interviews and the threshold can be found at www.cahmi.org. Lastly, a thorough
description of threshold measures based on PHDS items can be found in the Bethell et al.
article, "Measuring the quality of preventive and developmental services for young
children: national estimates and patterns of clinicians' performance” (Pediatrics. 2004
Jun;113(6 Suppl):1973-83).

Tip from the Field

CAHMI recommends that you determine the "threshold" level of care based on
your own project goals. We recommend that you conduct key stakeholder
interviews about the scoring approach you plan to use for each quality measure.
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Table 5.5: Scoring Algorithm for " Threshold Version™ of Measures

Quality Measure

Threshold Score for
Quality Measure

Level of Quality Care

Threshold Scoring Represents

. Anticipatory Guidance and
Parental Education (AGPE)

Version A: Average
proportion of topics parents
report were discussed.

Version B: Average
proportion of topics on which
parents had their
informational needs met.

Mean > 80

Mean=100

Children whose parents
responded that the topic was
discussed 80% or more of the
AGPE items.

Children whose parents had their
informational needs met on all
AGPE items.

. Ask About Parental

Concerns About Their
Child's Learning,
Development, & Behavior

Already a proportion
measure

Children whose parents were
asked about their concerns.

. Address Parental Concerns

Already a proportion

Children with concerned parents

measure who got information.
Follow-Up for Children at Already a proportion Children at risk for
Risk for Developmental, measure developmental, behavioral, or

Behavioral, or Social Delays

social delays who received
follow-up care.

. Administration of a

Already a proportion

Children whose parents

(FCC)

Standardized measure completed an SDBS.
Developmental and

Behavioral Screening

(SDBS) Tool

. Assessment of Psychosocial Mean >0 Children whose parents were
Well-Being of Parent(s) in assessed for 1 or more topics
the Family related to psychosocial well-

being.

. Assessment of Smoking and Mean >0 Children whose parents were
Substance Use in the assessed for one or more topics
Family related to smoking, substance

abuse or safety.
Family-Centered Care Mean = 100. Children whose parents routinely

receive all aspects of family-

centered care.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative




Table 5.5: Scoring Algorithm for ""Threshold Version' of Measure (Continued)

about resources in the
community for parents

9. Care Coordination (CC) Already a proportion Children whose parents received
measure CC.
10. Helpfulness of Care Mean = 100 Children whose parents reported
Provided care provided as helpful or very
helpful.
11. Effect of Care Provided on Mean =100 Children whose parents reported
Parental Confidence care had a positive influence on
their confidence.
12. Health information Mean = 100 Children whose parents got all
health information.
13. Provision of information Proportion=100 Children whose health care

providers discussed resources in
the community (version A) OR
whose parents had their
informational needs met on
resources in the community
(version B).
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7 _
@ STEP 5.2: Calculate PHDS ""Got all care™ composite measure

* What is the purpose of this step?
The purpose of this step to specify and construct a composite “got all care measure™ that
summarizes how many children received all of the individual components of care measured in
the PHDS. This measure represents what Thomas Nolan, Ph.D., and Donald Berwick, M.D.,
M.P.P., refer to as an "All or None" measure.*
In this step you will:
&1 Learn about the value of a composite "got all care" measure.
&1 Learn about options for creating a composite "got all care™ measure.

B Consider key methodological issues in calculating a "got all care" measure.

B Specify and calculate the "got all care" measure to be used for your project.

! Thomas Nolan, Donald Berwick. All or None Measurement Raises the Bar on Performance .JAMA. March 8,
2006- Vol 295, No (10).
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Guidelines and Issues to Consider

B Learn about the options for creating a composite "got all care™ measure.
As explained in "All or Nothing," the Journal of the American Medical Association article
by Nolan and Berwick, composite measures describing how many children got all aspects
of recommended care are powerful because they:
1. Reflect the interests and likely the desires of patients.
2. For the PHDS, reflect the comprehensive care recommended.
3. Foster a system perspective.
4. Are sensitive to assessing improvements.
However, for the "got all care™ composite measure to be meaningful and useful, your
project team needs to think critically about a scoring approach that maps to the standard

and level of care believed to be optimal and achievable in your system.

Specifically, your project team needs to consider the following before constructing a "got
all care” composite measure:

= Your project goals

For example: Will you use the "got all care” composite measure as part of a pay-for-
performance effort? If so, you will want to ensure that each individual PHDS
measure included in your "got all care” measure meets your standards for pay for
performance and is achievable.

= Outcomes you hope to achieve
For example: The PHDS focuses on many aspects of care. Perhaps your goal is to
have providers initially focus their quality improvement efforts on specific aspects of

the PHDS. Therefore, you may want to include only those aspects of care in the "got
all care" measure.
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= The perspective of the providers being assessed

For example: You want providers to have buy-in on the "got all care measure" so that
it is informative and is used to improve care. What version of the anticipatory
guidance and parental education measure is most valued by providers in your health
system?

Tip from the Field

CAHMI recommends you conduct key stakeholder interviews about the "got
all care™ composite measure and the individual measures and scoring approach
you plan to use. In past projects, this has been an important component of the
project to ensure that there is buy-in from various stakeholders about the level of
care that is expected.

&1 Learn about options for creating a composite "got all care™ measure.

Table 5.4 describes the individual, "threshold"” versions of the core PHDS quality
measures. Because the composote "got all care” variable is a discrete variabe that
indicated those who "got all aspectes of care™ versus those who did not, it is valuable to
use the threshold versions of the specific aspect of care measures.
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The first step in creating your "got all care™ measure is determining which of the
individual, topic-specific measures you will use.

Below are some options to consider:

Option 1: Include all of the measures listed in Table 5.4.

Option 2: Include only those measures that are anchored to specific aspects of care

recommended. (This option does NOT include the measures focused on the

experience of care such as Family-Centered Care and Helpfulness of Care quality

measures.)

= Option 3: Include only those measures that are anchored to specific aspects of care
recommended and that are dependent on the health care provider. (This option does
NOT include the Family Centered Care, Helpfulness of Care, and Health Information
measures.)

= Option 4: Include only those measures that are anchored to specific aspects of care
recommended and are applicable to every child in the survey. (This option does NOT
include the Family Centered Care, Helpfulness of Care, Health Information , Give
Concerned Parents Information, Follow-Up for Children at Risk measures.)

= Option 5: Include only those measures that you plan to address with targeted quality

improvement efforts and/or that you will use for pay-for-performance efforts.

=
=

Once you have identified what measures you will include in your "got all care™ measure,
you then need to specify the version of the individual, topic-specific measures you intend
to use. Specifically, you need to clarify the following:

= Anticipatory Guidance and Parental Education (AGPE) quality measure: Will you use
Version A or Version B? Version A should be used if the goal is for the provider to
discuss all recommended AGPE topics. Version B should be used if the goal is to
ensure that parents informational needs are met on all topics.

The last step is to then calculate, for each child, how many received all components of
care (i.e., scored 100 on every measure). The "got all care" quality measure should be
scored ONLY for children who have a score for each of the individual measures.
(Important Note: If you decide to include measures that are only applicable to certain
children (e.g., Follow-up for Children at Risk), be sure that you only score the variable
for those quality measures the child should have received.)
Therefore, the "got all care™ variable is a discrete, binomial variable:

100 = Child received all aspects of care

0 = Child did not receive one or more aspects of care
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In the past, we have calculated the "got all care” variable through one of two methods:

1) Create a count variable across the individual threshold measures specificed in
Table 5.4. Recode the count variable so that those children who have the highest
count possible get a 100 and those children with less than the highest score get a
0.

Important Note: This count variable is a valuable measure on its own, providing
information about the range of individual components of care received.

2) Create a mean variable across the individual treshold measures. Then recode the
mean variable so that those children with a mean score of 100 get a 100 and those
with a mean score of less than 100 get a 0.

Important Note: This mean variable is a valuable measure on its own, providing
information about the mean number of individual components of care received.

Example 5.4: ""Got All Care™ Measure

The Healthy Development Collaborative used the ProPHDS to evaluate
their quality improvement efforts. Their trainings focused on four aspects of
developmental care:

1) Anticipatory guidance and parental education (AGPE).
2) Asking about parental concerns.

3) Assessing the parent for depression.

4) Assessing the parent for other issues.

Participating practices were asked to focus on at least three out of four
components of care for their improvement efforts.

A "got all care” quality measure was created to identify how many children

received at least three out of four components of care.
They used the following "threshold™ versions of the measures:

1) Child had parents with their information needs met on AGPE.

2) Child's parent was asked about his/her concerns.

3) Child's parent was asked about whether he/she felt depressed.

4) Child's parent was asked about one or more of the items in measures 6
and 7.

A count variable was created across these four "threshold" versions of care.
Children who received at least three-fourths of the components of care were
identified as having "got all" components of care focused on in the Healthy
Development Collaborative.




B Consider other key issues in calculating "got all care" composite measure.

There are many options for the "got all care” measure, and the previous section focused
on some of the methodologies recommended by CAHMI. Again, the value of the "got all
care" is its ability to provide meaningful and relevant summary information. Therefore,
we know that it is important to explore various versions of the measure to be sure that it
matches with your project goals.

Below are two additional issues you may consider in creating a "got all care" quality
measure that are often encountered by users of the PHDS:

e Mean-based "got all care' measure: The methodology described earlier used
the discrete, threshold versions of the core PHDS quality measures (Table 5.4).
Another option is to take the mean of the threshold versions and identify a
specific number of individual components of care that should have been received
for a child to have received a sufficient level of care. For example, you may feel
that if the child received 10 of 12 individual componets of care, this would meet a
sufficient level of quality. A third methodology is to calculate the sum of the
mean versions of the quality measures (Table 5.3), and to determine a "cut off
point™ for the sum value that equals a sufficient level of quality.

e Weighting: The methodology described by CAHMI assigned an equal weight to
each of the measures. You may feel that certain measures should have a higher
weight than others.

B Specify and calculate the "got all care™ measure.

Once your team has reviewed the options for the "got all care” variable and decided upon
your goal and the appropriate, related scoring, you will then calculate the "got all care”
measure for each child.

Because the "got all care” measure is meant to describe the proportion of children that
received all aspects of care, CAHMI recommends that you only score the "got all care"
measure for those children with scores to all of the individual quality measures. For
example, a child who only has valid scores for two out of the eleven individual, aspect of
care specific quality measures should not be included in the "got all care” measure
scoring.
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2 _ _
@ STEP 5.3: Calculate alternate versions of the PHDS quality
measures

’ What is the purpose of this step?

The purpose of this step is to construct additional versions of the core PHDS quality measures.

In this step you will:
B Consider other options for scoring PHDS quality measures.
B Calculate negative indicator meaures.

B Calculate topic-specific Anticipatory Guidance and Parental Education (AGPE) versions
of the measures.

<§q

;« Guidelines and Issues to Consider

]

&1 Consider other options for scoring PHDS quality measures.

It is often helpful to look at information from different angles and perspectives to gain a
more complete, multidimensional picture. Think about your research questions and which
of the scoring methods outlined here best answers those questions and makes a compelling
story. Be creative when approaching your scoring. While we have provided
recommendations here, there is no "one-size-fits-all" method.
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Additional and useful ways to consider scoring one or more of the PHDS measures include:

= Negative indicator measures: Proportion of children who did NOT receive
recommended care.

The measures described in Step 5.1 tell you whether children receive recommended
care. You can also create measures that highlight care that children did not
consistently receive. This approach provides information for doctors and health care
providers on missed opportunities to provide aspects of recommended care.

For example, instead of reporting that 39.2 percent of parents indicated that their
child's doctor or health care provider discussed all topics included in the Anticipatory
Guidance and Parental Education quality measure, you could report that 60.8 percent
of parents indicated that their child's doctor or health care provider did not discuss
one or more of the anticipatory guidance topics with them. You use the same score,
but report it in a different way.

Example 5.5: Positive and Negative Indicators Using the PHDS Quality Measures

Measure Positive Indicator Negative Indicator

Anticipatory Guidance and % of parents responding % of parents responding
Parental Education "yes," items were "no, item was not
discussed" to all items. discussed" to one or
more of the items.
Follow-Up for Children at % of parents responding % of parents responding
Risk for Developmental "yes" to at least one of "no" to all of the items.
Delays the items

Family-Centered Care % of parents responding % of parents responding
"usually or always" to "never" or "sometimes"
all items. to at least one item.
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= Topic-specific versions of the Anticipatory Guidance and Parental Education (AGPE)
measure.

The quality measure focused on AGPE is comprised of approximately 15 to 17 age-
specific items and represents a number of recommendations for topics to discuss
during a well-child visit.

One valuable way to assess this important aspect of care is to examine whether AGPE
focused on specific topics, such as:

e The physical care of the child
e Development and behavior issues
e Injury prevention

Past studies using the PHDS have shown that providers are significantly less likely to
talk about (and parents have more unmet informational needs about) development,
behavior, and injury prevention, compared with the physical care of the child.
Second, providers who systematically provide AGPE on one set of topics are not
necessarily more likely to provide AGPE on another set of topics. Therefore, this
additional scoring approach to the AGPE measure will allow you to assess variations
in the provision of specific kinds of AGPE.

Using the same recodes that you created in Step 5.1, you can create three topic-
specific versions of the AGPE quality measures. We recommend that you create the
two versions for each measure: Version 1 should address whether health care
providers talk about recommended topics, and Version 2 should address whether
parents have their informational needs met on the topic.

Table 5.6 provides a detailed summary of each topic-specific version of the AGPE measure.

Tip from the Field

Consider using topic-specific versions of the AGPE measure in your "got all care"
variable. By doing so, you will further highlight the importance of these topics by
having three measures related to this aspect of care, and you will be able to assess
variations in the kinds of AGPE provided.
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Table 5.6 Overview of the Topic-Specific Version of the Anticipatory Guidance and
Parental Education (AGPE) Measure

Topic-Specific

VIl IO EirAne Overview of Topics Included* PHDS FIEHSIEE
AGPE Quality Items Item
Measure
Physical Care What parent can do to help child grow 3-9 mo. Version:
and learn, breastfeeding, vitamins and 1a,1c,1d,
food, feeding, sleeping positions and 7a,7c¢,7d, le,1f, 29, 2h
sleep area, bedtime routines, 7e,7f, 8g, 8h, 10-18 mo.
preventing bottle mouth, whether child 9a,9¢,9d,9q, Version:
watches TV, and childcare. 9h,10g, 10h, 1a,1c,1d,1q,
11a,11c,11d, 1h,2g, 2h
12f,12g 19-48 mo.
Version:
1a,1c,1d,2f,2g

Development and
Behavior

Behaviors to expect, night waking and
fussing, how child communicates

3-9 mo. Version:
1b,19,1h,2a,2b, 2f

needs (words and phrases child uses 7b,79,7h,8a,8b, 10-18 mo.
and understand), what child is able to 8f, 9b,9%¢,9f,9i, Version:
understand, how child responds to and 10a,10b,10f, 1b,1e,1f,1i,
gets along with others, child's 11b,11e,11f,11g, 2a,2b,2f
independence, toilet training, guidance 11h, 12e 19-48 mo.
and discipline techniques, importance Version:

of showing a picture book/reading to 1b,1e,1f,1g,1h, 2e
child.

Injury Prevention Car seats, house safety, how to avoid 3-9 mo. Version:
burns, what to do if child swallows 2c,2d,2e
poisons. 8c,8d,8e 10-18 mo.

10c,10d,10e Version:
12a,12b,12c,12d 2c,2d,2e
19-48 mo.
Version:
2a,2b,2c,2d

! The AGPE section is specific to the age of child. The wording presented in the table summarizes key topics in the

survey and does not reflect the exact wording used the survey. See the PHDS and ProPHDS surveys provided in the
Appendices for the exact wording of each survey item. Second, not all topics listed are included in each age-specific
version of the survey (e.g., some items are only asked for children of a specific age).
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EJ STEP 5.4: Construct additional analytic variables

’ What is the purpose of this step?

The purpose of this step is to construct additional analytic variables that you will use to
examine the PHDS quality measures by child and/or family characteristics, health system
characteristics, and other units of analysis specified in Step 2 and Step 3.

In this step you will:

&1 Calculate the analytic variables you decided to use in the analysis of your PHDS
findings based on Steps 2.4, 2.5, and 3.2.

= - _
Ej Guidelines and Issues to Consider

A Calculate the analytic variables you decided to use in the analysis of your PHDS
findings based on Steps 2.4, 2.5, and 3.2.

Your analytic variables are constructed using three sources of data:

1) Survey responses from items included in PHDS or ProPHDS that were not used to
calculate the quality measures. These items are included to provide additional
descriptive information about children and families included in the PHDS and
cover:

e Utilization of the health care system (e.g., emergency room, doctor's
office, hospital visits, and access to care issues).

e Whether the child has had one person whom parents consider to be a
personal doctor or nurse, and if applicable, the name of the provider(s) the
parent identified.

e Socio-demographic characteristics of child and parent.

e Parenting behaviors and family activities.

e Children with Special Health Care Needs (CSHCN) Screener (PHDS Q32-
35. See www.cahmi.org for detailed information about how to score the
CSHCN screener.)
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e Screener for maternal depression (PHDS Q41-Q43) using the scoring
algorithm recommended by Kathi Kemper, M.D.* (Positive response for
two or more items indicates the parent is currently experiencing symptoms
of depression.)

e Impact of care on parental confidence.

e Financial barriers to care.

These data can be used to provide descriptive information about the sample on
their own, and to stratify the results of quality measures using cross-tabulations.
Cross-tabulations often present the results in a way that is easier to understand
and can be more actionable for quality improvement because they highlight the
quality of care findings for specific groups.

2) Administrative and Utilization Data: These are the data collected when pulling the
sampling frame for the entire sample.

For example:
e Number of Health Plan Employer Data and Information Set (HEDIS)-
defined well-child visits.
e Provider with whom the child had the most well-child visits.
e Provider with whom the child is currently enrolled.

3) Supplemental Items: These are additional survey items you may have decided to
include in the PHDS during Step 2.4.

These data can be used to provide descriptive information about the sample on
their own, to stratify the results of quality measures using cross-tabulations.
Cross-tabulations often can present the results in a way that is easier to understand
and can be more actionable for quality improvement because they highlight the
quality of care findings for specific groups.

4) Descriptive information about the health system: These are additional descriptive
data collected in Step 4 collected from the Office System Inventory, assessments
of poster or handouts in the office, and the provider's standard templates for well-
child visits.

! Kemper KJ, Babonis TR. Screening for maternal depression in pediatric clinics.
Am J Dis Child. 1992 Jul;146(7):876-8.
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STEP 5.5: Evaluate quality measurement results for specific units
of analysis

’ What is the purpose of this step?
In Step 2, you identified specific units of analysis for which you would assess the quality of
care. The purpose of this step is to calculate the quality measure findings for these specific
units of analysis.
In this step you will:

B Calcuate the PHDS quality measures for each unit of analysis being measured.

B Consider issues related to provider-level scoring.

B Consider an additional PHDS quality measure.

<

@ Guidelines and Issues to Consider

B Calcuate the PHDS quality measures for each unit of analysis being measured.

Once scores are calculated for each individual child on each quality measure, these
individual-level scores need to be combined into a score for the entire unit you are
measuring, such as a health plan, office, provider, or total population sampled. This
is done by averaging all of the individual scores on a quality measure.

Group-level score = ) each individual respondents' quality measure scores

# of individuals with a quality measure score

In other words, the group-level score is an average score for all respondents for
whom a score could be calculated on that measure. Therefore, the denominator for
the group-level score for the quality measure is NOT the total number of
respondents; rather, it is the number of children whose parent answered at least half
of the items for that quality measure.
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Example 5.6: Group-Level Score

Let's say that you are scoring the Health Information quality measure for the Happy Health
Plan, and Charlie, Lynn, Polly, and Sam are the children in the health plan whose parents
have responded to the survey. (Forget about small numbers for the moment.)

The individual quality measure scores for each of the respondents are as follows:

Charlie =75

Lynn =100

Polly =0

Sam = no score (only answered 1 of the 4 items included in the quality measure)
The group-level score for Quality Measure #2 is:

Score=75+100+0=175=58.33
3 3

Notice that Sam was not included in the calculation (numerator and denominator) since he
did not have an individual score for the quality measure.
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All of the group-level scores for each quality measure are calculated in this manner. Note that
most statistical packages can calculate these scores for you automatically.

B Consider issues related to provider-level scoring.

There are two primary issues you need to consider when using the PHDS for provider-level
analysis:

1) Provider to whom you should assign the completed PHDS or ProPHDS survey. This
step determines what data source(s) will be used to identify the provider who most
likely provided a majority of the care the parent responded about in the survey and
therefore the survey scores should be assigned to that specific provider.

2) Mininimum number of completed surveys required to conduct provider-level
analysis.

Below are specifications for addressing these two issues:
Issue #1: Provider to whom you should assign the completed PHDS or ProPHDS survey.

The PHDS items are not anchored to one provider, but instead ask the parent whether
the child's "doctor or other health providers" did specific things. This wording allows
for a team to provide well-child care (e.g., medical assistant, nurse, and physician),
and allows for a child to have received well-child care from multiple people.

As highlighted in Step 2.4, CAHMI recommends that you include an item asking the
parent to identify their child's personal doctor or other health provider(s) if you intend
to use the results for provider-level analysis.

Therefore, most users will have three data sources that can be used to identify a
provider to assign the completed PHDS survey.

Data Source #1: Parent report of their child's personal doctor or nurse.

e This is the person(s) the parent identified in the PHDS. Only those parents
who report their child has a personal doctor or nurse are asked the follow-up
question to indicate the specific person(s).

Data Source #2: Utilization data.

e For the most part, the care asked about in the PHDS should be provided
during well-child visits. Therefore, it is valuable to identify the provider who
was responsible for a majority of the well-child visits the child received in the
last 12 months or since the child was born. If two providers were responsible
for an equal number of visits, then you should identify the person(s)
responsible for the most recent well-child visits.
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Data Source #3: Enrollment data (applicable to managed care systems).

e In most managed care systems, the child is enrolled or assigned to a specific
provider. Therefore, it is valuable to identify the provider with whom the child
has been enrolled for the longest time in the last 12 months or since the child
was born. If the child was enrolled with two providers for an equal amount of
time, then you should identify the person(s) resposnible for the most recent
well-child visits.

A single source or combination of these three data source(s) can then be used to
identify the provider to whom you should assign the PHDS. CAHMI recommends that
you explore the following before deciding which data source(s) to use:

e Examine the level of agreement between parent report and the utilization and
enrollment data. If there is a low level_of agreement, CAHMI recommends
that you use parent-report as the gold standard.

e Examine the level of agreement between the enrollment and utilization data. If
there is a low level agreement, then the utilzation data should be used.

e Consider using multiple data sources. For example, a managed care plan used
the PHDS to create a provider-level report. A high degree of agreement was
observed between parent report and the utlization and enrollment data, and a
high level of agreement was observed between the utilization and enrollement
data. Therefore, the managed care plan assigned the completed PHDS survey
to the provider the child was enrolled with as his/her primary care provider,
AND required that the child saw the provider for at least one well-child visit.

Issue #2: Mininimum number of completed surveys required to conduct provider-level analysis.

As described in Step 2.2 (Table 2.2), CAHMI recommends that you have 30
completed surveys per provider if you are creating un-blinded provider-level reports.

If a provider-level report is being disseminated to inform quality improvement
activities and is only shared with the specific provider, you can create a report for a
provider for whom you have 15 completed surveys.

Other issues you should be sure to examine are:

= Sample sizes for the age-specific groups (3—9 months old, 10-18 months old, and
19-48 months old) to address any sample size issues.

= Sample size for the PHDS quality measures that only apply to specific groups of
children (e.g., Address Parental Concerns, Follow-Up for Children at Risk for
Developmental, Behavioral, or Social Delays).
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= Individual provider variation in the care he/she provides to various children and
families: Providers who are very consistent in the care they provide across
patients will need fewer surveys, as compared with providers who target certain
discussions to certain patients.

— Care Team: If the provider and nurse each provide components of the well-child
visit, then more surveys may be needed as the provision of care by two
individuals increases the level of variation in this communication-dependent
measure.

B Consider an additional PHDS quality measure.

Another valuable way to assess the quality of comprehensive care provided at the office
or provider level is to calculate the maximum number of individual care components
routinely provided by a specific office or by a specific provider. This value can then be
assigned to each child (using the provider or office to which the survey was assigned),
and descriptive analyses can be conducted for children by the maximum number of
individual care components their provider/office gave to children assessed in the PHDS.

This measure, called the "maximum number"” quality measure, assesses the degree to
which individual providers or groups of providers focus on specific aspects of preventive
and developmental care.

Example 5.7 provides an example of the "maximum number" quality measure.
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Example 5.7: Maximum Number Measure

The Healthy Happy Plan implemented the PHDS and is using the survey to assess for care in two
offices (East and West). The Happy Health Plan created a count variable (See Step 5.2) of the
number of components of care each child received (Maximum number=12). They then assessed, in
each office, the maximum number of care components a child in that office received.
The individual "Maximum Number" measure scores for each of the office were as follows:
East Office:

Olivia = Received 4/12 individual care components

Christian = Received 5/12 individual care components

Henry = Received 6/12 individual care components

Range: 4-6 Maximum Number of Care Components = 6
West Office:

Mary= Received 10/12 individual care components

Billy= Received 11/12 individual care components

James = Received 10/12 individual care components

Range: 10-11 Maximum Number of Care Components = 11

The East Office providers seem to provide only certain aspects of care, while the providers in the
West Office focus more globally on the various aspects of care measured in the PHDS.
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STEP 5.6 Evaluate quality measurement results for subgroups of
W children

’ What is the purpose of this step?

Past studies of the PHDS have shown significant variations in quality of care by child, family,
health care provider, and heath system characteristics. Therefore, it is valuable to assess your
PHDS quality measure findings by the descriptive variables in the PHDS survey and by the
analytic variables collected in Step 2, Step 3, Step 4, and Step 5.4.

The purpose of this step is to analyze the PHDS findings for subgroups of children based on
these descriptive variables.

In this step you will:
B Analyze the PHDS findings by child and family characteristics.
B Analyze the PHDS findings by administrative and utlization data.
B Analyze the PHDS findings by health system characteristics.

N7

@ Guidelines and Issues to Consider

B Analyze the PHDS findings by child and family descriptive characteristics.

The PHDS quality measures should be stratified by basic demographic information.
Demographic information can be important in quality improvement reports. Providers
can use the information to evaluate their own behavior and detect differences in care
between various demographic groups. However, the level of detail may be overwhelming
in consumer reports, so you might choose to highlight only striking results in a consumer
report.
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Specifically, be sure to examine the PHDS quality measures by the following:
Demographic information about parent and child

e Information about children's:
o Gender
0 Race, ethnicity
o Birth order
o Age

e Information about parent/family's:
o Age
o Number of children in household
o0 Education

Health information about the child and parent

e Child health characteristics:

o Children at risk for developmental, behavioral, or social delays (See Step 5.1
for more detail)

o Children with special health care needs

e Parent health characteristics:
0 Risk for depression
0 Overall health status

Child health care characteristics

e Whether the child has a personal doctor or nurse

B Analyze the PHDS findings by administrative and utilization data.

The PHDS quality measures can be stratified by the administrative and utilization
data variables you created in Step 5.4.

Specifically, it might be valuable to stratify your findings by the following:

e Number of well-child visits

e Number of providers the child has been enrolled with in the last 12 months

e Number of providers the child has received well-child care from in the last
12 months
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B Analyze the PHDS findings by health system characteristics.

Step 4.4 specified three data sources that can be used to assess the PHDS findings by
specific health system characteristics:

1) Office system inventory
2) Posters and handouts in the office
3) Provider well-child templates in the electronic medical record

That step also described how to construct a variable representing the number of
relevant systems or materials the office or provider had in place for each data source.

Before stratifying the results by these count variables we recommend the following:

e Run a frequency on the count variable and examine the distribution in order to
identify groups of offices and/or providers with similar characteristics.

e Create a categorical variable based on these groups. You can then stratify the
PHDS quality measure findings by the count variable AND the categorical
variable and identify system/provider trends.

e Consider creating topic-specific versions of the count variables that map to the
PHDS quality measures.

For example:

o Create a count variable of the section of the Office System Inventory (OSI)
that specifically related to Anticipatory Guidance and Parental Education
(APGE). Stratify the AGPE quality measure by this topic-specific count
variable.

o Create a count variable of the posters and handouts related to psychosocial
issues in the family. Stratify the Assessment of Psychosocial Issues in the
Family quality measure by this topic-specific count variable.
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STEP 5.7: Review additional analytic tips

* Statistical Analyses

When comparing performance or scoring among different groups, statistical analyses are
required to test and see if the differences are meaningful and real. However, the statistical test
that is used will depend on the type of data you are testing. It is beyond the scope of this manual
to be a statistical primer. Therefore we suggest that when you compile your team you identify
someone to be the lead person for these analyses. As an introduction to those analyses, the
following table lists three of the most common statistical tests used in the analyses described in
this section. Your vendor may also be able to provide these services.

Table 5.7: Typical Statistical Tests Run in Quality Health Care Reporting

Type of Comparison Statistical Test Example Research Question

1. Differences in mean
scores between two
groups

Do parents who are at risk for
depression have a lower mean
score on the Helpfulness of
Care quality measure than
parents who are not at risk for
depression?

T-test

Differences in mean
scores between three or
more groups

Analysis of Variance
(ANOVA)

Are there differences in the
mean scores for the Assessment
of Smoking, Substance Abuse
and Safety Within the Family
by racial, ethnic groups (e.g.,
white, African American,
Hispanic, other)

Differences in binomial
scores for two or more
groups (e.g., cross-
tabulations of threshold
scores)

Chi-square (%)

Are parents of children with
special health care needs more
likely to meet the threshold for
having discussed the
anticipatory guidance topics
than parents of children without
special health care needs?




Step 6: Report Your PHDS Findings to Stimulate and Inform
Improvement

The PHDS data is only meaningful if it is reported back in a way that is salient and
relevant to the target recipient. Step 6 focuses on how the PHDS findings can be reported
in a way that stimulates and informs improvements. This section is intended for the
project managers who will oversee the development of reporting templates and for any
vendors that will develop the final reports.

The six sections focus on designing and implementing a PHDS reporting strategy:

6.1: Plan your reporting and dissemination strategy

6.2: Review guidelines and tips for reporting to health system leaders

6.3: Review guidelines and tips for reporting to front-line health care providers

6.4: Review guidelines and tips for reporting to consumers

6.5: Compare your PHDS findings with others

6.6: Review additional resources on reporting health care quality findings



STEP 6.1: Plan your reporting and dissemination strategy

’ What is the purpose of this step?

As we have emphasized throughout this manual, it is important to begin where you want to end
up. The purpose of this step is to clarify your reporting and dissemination strategy.

In this step you will:

& Learn about the key components of a successful reporting strategy.
B Confirm each of your reporting audiences (the who).

B Confirm what PHDS findiings will be of interest to each reporting audience (the why
and what).

B Confirm the best way to present this information by selecting a format and
dissemination strategy (the where, when, and how).

®§ Guidelines and Issues to Consider
B Learn about the key components of a successful reporting strategy.

Research shows that successful use of quality information is achieved when:

= You give the right kind of information, including: (1) general, framing information
about the importance of the topic evaluated, (2) overall quality-of-care findings, (3)
specific information about individual aspects of care, and (4) specific actions to
improve health care.

= The right people receive the information, such as health care providers who provide
preventive and developmental care in the office setting and parents/guardians who
bring their child in for well-child care and who are primarily responsible for ensuring
the healthy development of their child.

= The information is given at the right time. For example, for parents the right time is
before or during a well-child visit.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative



= The information is given in the right way, such as through a multimedia approach,
and delivered more than one time.

Confirm each of your reporting audiences (the who).

In Step 2 you identified your project team and your key goals for the project. You now
must ensure that each of the audiences and stakeholders you identified receive a report of
the PHDS findings.

Learning more about your audience increases the likelihood that your project and
reporting strategies will be successful. We encourage you to review and discuss the
following questions as you design your reporting templates:

What format for findings do they prefer?

What other information do they need to help them understand and find your PHDS
results credible?

Do they need support to help them use the information?

How do they receive other health-related information?

What are the best ways to reach them?

When are they most receptive to this type of information?

Will they trust the information?

N N N N N

If you cannot answer these questions, you may want to consider conducting some
research about your audience to learn more about them. You can use this information to
make sure your quality report is relevant and useful to your audience. We suggest you do
the following:

< Go directly to the source. One of the best ways to learn more about your audience is
to talk with members of your audience directly. This can be done via interviews,
focus groups, or even with a small survey. The benefit of interviews and focus groups
is that you can modify your questions based on their responses. Be sure to document
what you learn from your audience and how it might affect the development of your
report.

2 Contact groups or organizations that may already know your audience. There
may be groups or organizations that function as intermediaries for your audience. Not
only are they likely to be able to answer your questions, they may have channels for
audience research, dissemination, and marketing of the final report. Examples of
intermediaries include consumer advocacy groups, employer business coalitions for
employers, and professional provider organizations.

2 Consider similar information that your audience may already have received.
You may not have the resources necessary to conduct your own audience research, so
looking at reporting strategies for other reports may help you understand your
audience and their health information environment. For example, parents may already
receive information about all children rather than just young children, who are the
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focus of the PHDS. Think about what information is contained in these other reports.
Who sponsors these reports and how are they disseminated? What are the messages
conveyed by these report? Does the audience trust the information? What does the
audience do with the information?

B Confirm what PHDS findings will be of interest to each reporting audience (the why,
what).

Your PHDS report should contain both the PHDS results and contextual information that
readers will need to understand the report. When deciding what information to include,
consider the messages you want your report to convey.

To ensure that your data from the PHDS are relevant and meaningful it must:

1) Be communicated and presented in a way that is understandable and useful to each
stakeholder, and

2) Inform and guide actions that can be taken by each stakeholder to address the issues
you present.

Worksheet 6.1 will help your team brainstorm the type, format, content, and
dissemination medium of a report to each key audience. Keep in mind that you can also
consider integrating other data using the worksheet. The pages that follow provide more
detailed information about the concepts included in each row of the worksheet.

Example 6.1: Worksheet to Design Your Reports on Your PHDS Data Findings

Your Audience/Stakeholder:

Individual topics or measures from the PHDS to | 1.
include.
2.
3.
Relevant subgroup of children and youth and 1.
geographic comparison areas for each PHDS
topic or measure. 2.
3.
Other data to include and source of these data. 1.
2.
3.
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Example 6.1: Design Your Reports on Your PHDS Data Findings (Continued)

Background information and key points to 1.
establish relevance of your PHDS data findings
for your audience. 2.
3.
Tone of the communication (e.g., motivate by 1.
emphasizing the negative vs. positive; emphasize
the gaps/needs vs. what can be done). 2.
3.
Format and length (e.g., one-page summary, 1.
PowerPoint slides).
2.
3
Explanation of data source and validity of 1.
findings required.
2.
3.

Actions you want them to take and resources you | 1.
want them to know about (e.g., come to our

meeting, go to our Web site, tell your doctor). 2.
3.
Dissemination and follow-up strategy (e-mail 1.
with phone follow-up, etc.).
2.
3.

Presenting Technical Information in a Manageable Way

Presenting technical information about health care quality can be challenging for several
reasons. First, this information typically involves statistical methods that may be difficult to
describe. Second, how well your audience will understand the results and how the results
were calculated may vary tremendously. Finally, you most likely have a lot of information to
choose from when deciding which measures and results should be included in your report.
Including too little can be a missed opportunity to communicate quality to your audience;
however, including too much can be overwhelming to your audience. The guidelines in the
box below offer some tips on making your report as useful as possible.
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Example 6.2: General Guidelines on Report Content

Tailor the report to the audience and purpose.

Provide background information on the data you use—who are the data about?

Include pictures, graphics, quotes, or stories that connect the findings to real people.
Break out the information in text boxes to make it more digestible

Keep it brief.

Give an overall picture, then targeted findings.

Display the data in meaningful ways that put a "face on the data," e.g., 20 percent of
households or "1 of 5 households."

Use specific numbers when possible, e.g., 9.8 million children nationally have special
health care needs, or 12.8 percent of all children.

Balance positive and negative ways of expressing the findings according to the point yo
are trying to make: less than a quarter; more than 75 percent.

Be careful when dealing with very small numbers.

Provide findings in relation to a benchmark, such as office level findings compared wit
the health plan.

Explain why the findings presented are important.

Suggest ways a specific audience might use the data to improve care.

Credit the source of the data and include when, how, and by whom it was collected.
Provide links to additional resources.

Provide contact information for questions.

Other methods to consider include:

Layering information. Members of your audience will have different needs in terms of
both the amount of information they want to have and the way the information is
presented. An easy way of creating one report that meets the needs of various members in
your audience is to layer the information. This approach is almost like creating multiple
sub-reports that are contained in one final report. Each sub-report has a different level of
detail and/or presentation. Think of a tabbed report where each tab is intended for a
different subgroup of your audience.

The first layer might include very general information—the view from 10,000 feet. This
layer is intended for those who do not have a lot of time or are only minimally interested
in reviewing quality information. You may only want to include a few aggregate
measures in this layer, and refer readers to subsequent layers for more information.
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You might consider adding two additional layers for this more detailed information. The
first might be the "ground-level view," which would include a few more measures with
slightly more detail for those who are interested in quality information but not highly
technical information. The second could be the "microscopic view," which would include
a greater level of detail for those who are interested in technical aspects of the survey.

Comparing your findings with other findings. It is often valuable to compare your
findings with others' findings. Step 6.5 provides you with a summary of the quality of care
findings observed for past users of the PHDS.

Avoiding relative benchmarks! CAHMI does not recommend comparison to relative
benchmarks since such comparisons can be VERY misleading to readers. Relative
benchmarks are benchmarks that change based on the results of the survey sponsors, such
as a state average among all health plans.

Here is an example of how such a comparison can be misleading:

A health plan is creating a public report that includes results from all the offices that they
contract with to provide pediatric care. This is the first year that the PHDS was
administered. As you might expect, the scores in each office are fairly low when
compared with national recommendations or even other health plans; however, the health
plan is confident that simply reporting the results will spur quality improvement efforts
among the plans. Instead of comparing the results to national guidelines, they choose a
relative benchmark: the average across the entire health plan. Consequently, several
offices have results that are higher than the average. When the report is released, these
offices feel they have results that are "above average" and do not prioritize quality
improvement initiatives focused on preventive care for young children. In reality, these
plans are performing well below the recommended national guidelines.

Combining the PHDS with other data sources. Combining your PHDS results with
data from other sources can help to make the findings more valuable to the reader.
Commonly used quality measures that are related to the PHDS are the HEDIS well-child
visit measures, the HEDIS immunization measure, consumer satisfaction data, and any
more detailed quality-of-care data gathered about well-child visits (e.g., medical chart
reviews).

Organizing information into smaller segments. Readers often have a difficult time
processing large amounts of information. Breaking the information into sections that
offer "bite-sized" pieces can help. Readers can then process the information in one text
area before moving on to the next. This approach is effective not only for consumers but
also for providers and purchasers. Graphics that are meaningful to the target audience can
also be added.
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Presenting Statistical Information and Methodology

Presenting statistical information and methodology is one of the most challenging parts of
reporting the results. Most consumers do not understand statistical tests, confidence intervals,
or probability. However, statistical comparisons must be used to ensure that true differences
are identified.

The following are suggestions for targeted reports:

Non-technical audiences (consumers, some purchasers, policymakers). Most
consumers and some purchasers will not understand the statistics behind the analysis.
And policymakers often do not have the time to review detailed information and are more
interested in a summary of the findings. It is probably enough to indicate that statistical
tests have been used to identify true differences in the results and provide a way for
readers to get additional information if they are interested. Again, layering information is
the best way to meet the needs of different members of your audience.

Technical audiences (providers, health plans, some purchasers, regulators,
policymakers' staff members). Many of these readers will be interested in the more
detailed statistical aspects of the analyses. Still, these audiences vary. While some will
have the background and expertise to understand the statistical formula that you used in
the analysis, others may be turned off by having that detail in the body of the report.
Reports for these audiences should include a description of the statistical methods used;
however, this information is best included as an appendix to the main report. Details that
you may want to consider presenting in graphs and charts in the body of the report
include the sample size, confidence intervals, and p-values.

Balancing positive and negative measures. The same information can be used to
present results in a positive or negative measure. Positive measures illustrate high or
quality performance, whereas negative measures highlight poor performance. The key is
to balance positive and negative measures.
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¥l Confirm the best way to present this information (Format and dissemination strategy)
(the where, when, and how).

There are two main components to this step:

1. Decide on the format of the report.
2. Determine how you will disseminate the report.

<& Decide on a Format

How you present your message can be as important as what you have to say. Two
commonly used formats for reports include the following:

1. Written reports/materials. Written reports can be brief, such as a pamphlet or
brochure, or lengthier, such as a booklet or binder. If a written report is the format
you choose, consider any logistical requirements that you may have such as
reproduction costs, size (Does it have to fit in a certain size envelope for
mailing?), weight (Are you limited by weight in terms of postage costs?), number
of pages, binding, etc.

2. Web-based reports are becoming more popular. One advantage to web-based
reports is that the reports can be easily tailored to specific users. One disadvantage
of web-based reports is that they will only be available to those with access to the
Internet.

S  Determine how you will disseminate the report

One of the most important factors in the overall success of your ability to "tell the
story" is your ability to have the report received and read by the audience. If they
never read your report, they cannot use it! How, where, and when are all
important questions you need to consider when planning the dissemination. Here
are some different ways you may want to think about dissemination of a data
report. CAHMI recommends that you use multiple strategies to ensure that your
key stakeholders receive information about the PHDS findings.
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e In-Person Meetings — In-person meetings are an extremely valuable way to
provide information. In-persons meeting allow you to connect eye-to-eye with
the participant(s) and provide a larger context about the report findings and
how they may be valuable.

e Mail — Mail can be an effective way to reach each member of your audience
as long as you have reliable mailing addresses. Include an introductory letter
from someone they trust.

e List Servs and Web Site Postings — Increasingly, materials are being
disseminated electronically. By distributing information through a listserv or
Web site, you may allow many others to disseminate your information. Be
sure that it is posted in a secure format.

e Fax — Fax can be an effective way to reach each member of your audience as
long as you have reliable fax addresses. Some focus groups and interviews
with health care providers have shown that they are more likely to read
information when it is faxed as opposed to when it is mailed to their offices.

e Intermediaries — Think about intermediaries that could disseminate this
information for you. Are there other family or professional groups or
organizations through which you could reach your desired audience? Consider
the influence that the intermediary may have on your audience in
disseminating the report.

e Public Availability — Making the report available for the public to request or
access through public places, such as a local library, is an option. This is a
good way to provide additional copies once the initial distribution has been
conducted.

Again, no one method is most effective. The key to successfully disseminating
your report is to make sure you are reaching your audience where and when they
need it. Regardless of how you disseminate the report, it is important to indicate
where readers can go if they have questions. This could be a phone number, a
Web site, or other information source.
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) @ STEP 6.2: Review guidelines and tips for reporting to health
system leaders

7

’ What is the purpose of this step?
The purpose of this step is to provide you with reporting templates that can be used to share the
PHDS findings with health system leaders. We also highlight tips and issues to consider, based
on past CAHMI experiences.
In this step you will:

i Review CAHMI templates for reporting the findings to health system leaders.

B Review tips and issues to consider in reporting the findings to health system leaders.

D

Guidelines and Issues to Consider
i Review CAHMI templates for reporting the findings to health system leaders.

The goal for reporting the PHDS findings to health system leaders is to ensure that
they understand the following:

e The key findings
e How these findings compare with quality measures they currently collect

e What should be done to address the gaps in care described by the PHDS
findings

For the most part, health system leaders will only read documents that are short and
succinct. Appendix 12 provides an example of a two-page executive summary of the
PHDS findings. Appendix 13 provides an example of a five-page summary of PHDS
findings. This example is derived from a reporting template developed for Medicaid
directors. However, the document can be a useful model for reporting the findings to
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other senior-level administrators, such as a health plan's director of quality
measurement.

B Review tips and issues to consider in reporting the findings to health system leaders.

Use the PHDS quality measures for an overall snapshot of care.

In most cases, health system leaders want to know whether recommended and
eligible services are received. Therefore, the report designed for them should
provide an overall picture of quality and performance.

Specifically, the report to health system leaders should include the findings from
the "got all care™ measure and the findings from the individual quality measures,
using the threshold level scoring.

Compare the findings with current quality measures used by the health
system.

The PHDS findings are valuable when they are put in context with other quality
measures used by the health system.

Most health systems collect information about the HEDIS well-child visit rates.
The PHDS provides information about the quality of care children received
during well-child visits. Therefore, it is important to explain to health system
leaders that the HEDIS well-child visit is telling them how many kids come in,
and the PHDS is telling them what happens during the well-child visit.

Other possible related quality measures include immunization measures, medical
chart reviews of the content of well-child care, and satisfaction measures (such as
the Consumer Assessment of Health Plans Survey).
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Example 6.3: Comparing the PHDS with Currently Used Quality Measures

Kaiser Permanente Northwest (KPNW) implemented the PHDS and wanted to compare the
finding with other measures. Related quality measures used by KPNW were the HEDIS
well-child visit and immunization measures, and a satisfaction and experience of care
survey called the Medical Office Visit (MOV) survey.

KPNW therefore did the following:

< Compared whether offices/providers with the highest/lowest immunizations rates
were the offices/providers with the highest/lowest on the PHDS quality measures.

< Compared whether offices/providers with the highest/lowest well-child visit rates
were the offices/providers with the highest/lowest scores on the PHDS quality
measures.

2 Compared whether offices/providers with the highest/lowest scores on the MOV
were the offices/providers with the highest/lowest scores on the PHDS quality
measures.

An example of the comparative findings:

KPNW found that there was not a high level of agreement between the offices
and/or providers who scored the highest on the MOV survey and the offices and/or
providers who scored the highest on the PHDS quality measures. This helped them
to understand that each data source provided valid information about quality, but
that they should not assume that providers who score high on their MOV survey are
providing all aspects of recommended care.

e Spotlight specific items that are hot issues in your health system.

Many of the individual items and/or areas included in the PHDS are useful to
report if your system has a specific topical focus (e.g., car seat use, reading,
Healthy People 2010 goals such as smoking, etc.).

Appendix 14 provides an example of a topic-specific issue brief highlighting
PHDS findings on parental depression: the prevalence, the relationship of parental
depression to other child health and health care utilization characteristics, and the
degree to which pediatric providers are assessing parents for depression.

e Compare quality of care.

Displaying PHDS quality measures side-by-side for easier evaluation is most
useful for health system leaders. One way to present comparative information on
the quality measures across different units of analysis is shown in Figure 6.1. Not
only does the graphic show which quality measures need the greatest
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improvement, but it also displays the relative performance of each of the health
plans. Notice that no one health plan does the best in every single category, which
leaves room for targeted improvement. This type of figure could be used to make
comparisons by subgroups of children and across offices and/or providers.

Measure of Care Scores

Figure 6.1: Comparison of Quality Measures Across Health Plans
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Present results using a layered approach.

Purchasers use a great deal of information when making contracting decisions, so
a layered approach is suggested when preparing these types of reports for health
system leaders. The first "layer” should provide a summary of aggregated results
that can be reviewed quickly. Since health system leaders may be technically
savvy, we recommend stratifying the measures by key groups to demonstrate
variations in the level of quality care.
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i
N STEP 6.3: Review guidelines and tips for reporting to frontline
health care providers

’ What is the purpose of this step?

The purpose of this step is to provide you with a reporting template that can be used to share the
PHDS findings with frontline health care providers. We also highlight tips and issues to consider
based on past CAHMI experiences.

In this step you will:

B Review the CAHMI template for reporting the findings to frontline health care
providers.

&1 Review tips and issues to consider in reporting the findings to frontline health care
provider.

Guidelines and Issues to Consider

B Review the CAHMI template for reporting the findings to frontline health care
providers.

Appendix 13 provides a report template for displaying the PHDS findings to frontline
health care providers. This template is based on cognitive interviews and focus
groups conducted by CAHMI with frontline health care providers in five private
practices in Vermont and Kaiser Permanente Northwest.

Important characteristics about the dissemination of this template include the
following:
1. The report should come from someone the health care providers trust. If the
report cannot come from someone they trust, it should be followed with a note

of encouragement from someone they trust and/or their boss/manager, such as
the chief of pediatrics.
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2. The report should be followed by an in-person meeting so that a summary of
the survey and key findings can be shared and questions answered. In past
projects this was accomplished through the monthly office-level meetings.

3. Each individual provider should personally receive the report. In some health
systems, it may be best to fax the report to each provider so that it does not
become buried under the rest of the mail that providers receive.

B Review tips and issues to consider in reporting the findings to frontline health care
providers.

Below are general tips and issues to consider when reporting the findings to senior
health system leaders.

Show comparative data to ""pull them in™ and give them a sense of overall
findings. It is important to start the report with overall quality of care findings
and how they compare with others (See Step 6.5 for comparison PHDS data). It
can be valuable to use charts for this purpose. However, CAHMI recommends
that you do not include ONLY charts in the report. The qualitative studies
conducted by CAHMI found that providers prefer reports that combine graphics
and text.

Explain the measures of care. It is important to provide a description of the
recommendations behind each quality measures, the items that are included in
each of the quality measures, and how you scored each measure.

Provide item-level findings, shown by categories. The quality measures are
important to give providers a sense of how they are doing. However, they do not
describe specific ways providers can improve care. Therefore, it is invaluable to
include BOTH the quality measure and item-level findings in the provider-level
report.

Include the areas in which providers are doing well and the areas most in
need of improvement. The report needs to highlight areas of excellence and
areas of improvement. If the entire report has a negative tone, it will not be well
received or used by health care providers to improve care.
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Link findings to health behaviors and other indicators of high-quality care.
To reinforce the validity of your results and emphasize its importance, it is helpful
to link your findings to broad issues surrounding the health of young children,
such as child's risk of developmental, social, or behavioral delays, as well as
correlates of higher quality, such as having a personal doctor or nurse. It is also
invaluable to show the relationship between children whose parents reported that
they had their informational needs met on specific anticipatory guidance and
parental education topics with positive parent and family behaviors reported in the
survey (e.g., breastfeeding, reading, minimal television watching).

Provide background information, links to additional resources. It is important
to include links to background information about the PHDS and the aspects of
care included. Also include links to resources that can help providers conduct
quality improvement efforts in the areas addressed in the PHDS. Examples of
these links to related information can be found in Appendix 2 and the final page
of Appendix 13.

Provide contact information to address questions.
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<&
@@ STEP 6.4: Review guidelines and tips for reporting to
consumers (parents of young children)

’ What is the purpose of this step?

The purpose of this step is to provide you with a reporting template that can be used to share the
PHDS findings with consumers, which for the PHDS are parents of young children. We also
highlight tips and issues to consider, based on past CAHMI experiences.

In this step you will:

B Review the CAHMI template for reporting the findings to consumers.
B Review tips and issues to consider in reporting the findings to consumers.

<§i

u ‘1 . - -
@ Guidelines and Issues to Consider
i Review the CAHMI template for reporting the findings to consumers.

There are two main reasons that quality-of-care information is shared with
CONnsumers:

1) To help them choose a health care provider or system.

2) To provide information about the current level of care provided in their system,
what they should be receiving, and how they can ask questions and raise
important issues so that recommended care is provided.

Appendix 15 provides a report template about providing information to parents. The
parent handout is based on focus groups and cognitive interviews CAHMI conducted
with parents about how the PHDS findings could be reported in ways that would help
them understand the current level of care their child receives and motivate them to be
partners in the improvement process. A detailed summary of the qualitative findings
can be found on the CAHMI Web site in the report "Summary of Interviews & Focus
Groups with Parents of Young Children: Reporting the Promoting Healthy
Development Survey (PHDS) Findings to Parents."
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Important characteristics about this template and how to disseminate it include the
following:
The template should be formatted as a brochure or pamphlet. Parents who
participated in the one-to-one interviews and focus groups indicated a strong
preference that they receive this pamphlet before OR during their child's well-
child visit from their child's health care providers and/or other office staff.

It is important that parents understand why this information is being given to them
and how the health care providers in their office plan to use the information to
improve the health care they provide. Office staff who give the brochure to the
parent can explain how the survey findings are being used. This important
information can also be noted in a cover letter that accompanies the brochure if it

is mailed.

B Review tips and issues to consider in reporting the findings to consumers.

Below are some general tips and issues to consider in reporting the findings to
consumers:

If you are using the report to inform consumer choice:

Provide comparative information.

If the report is intended to provide consumers with information to make more
informed health care decisions, such as deciding between pediatric offices, then a

data display that facilitates comparison is
useful. Also, certain consumers may need
assistance in interpreting the information
to inform their decision.

Layer information to account for all
types of consumers and make the results
easier to interpret.

Since everyone has different health
information needs and experiences with
the health care system there is no

Additional Tips for Creating
Consumer Reports

Conserve white space. White space
makes the document appear more
manageable to consumers at first glance.
Too little white space can be
overwhelming.

Be concise. While background and
context are important, presenting the
information in a clear, succinct way is
critical.

Use bullets and lists when possible. Lists
are easier to read and process than
paragraphs. Moreover, bullets and lists
result in more white space.
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"average" consumer. Consequently, creating a report for one subgroup of this
audience will likely make the report less effective for another subgroup. Also,
different groups of people put more or less value on different aspects of quality
care. Thus, layering information is probably your best strategy for creating a
report that different consumers will find useful. This allows those who are not
interested in a lot of detail to quickly glean the necessary information from the
report. Parents can also pick and choose aspects of care from among the quality
measures that most resonate with them.

e Provide some background information on quality measurement to help
consumers understand the information presented.

The general public may have little or no knowledge of health care and how quality
Is measured. Also, parents may be skeptical of the source of the information.
Therefore, significant background information will be necessary to help them
understand the information and why it is important to them. Background
information includes descriptions and definitions that explain:

e Why measuring health care quality is important.

e Which aspect of health care quality you are addressing in the report (e.g.,
health plan, providers, etc.).

e Why consumer assessments are important to understanding health care
quality.

e The source of the PHDS information and/or who sponsored the survey.

e What PHDS results can tell you and how to use that information.

e Consult with your audience to see if the information is easily understood.

Qualitative testing of your report is critical to ensure the audience understands the
information and uses it in the ways you intended. Even if you ask just one or two
people who represent each of your stakeholders to review and provide feedback
about your report, it will be invaluable in ensuring that the findings are readable and
the key messages are conveyed.
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If you are using the report to inform and educate the parent to be a partner in
improving care:

o Research findings about the content that should be included.
Parents reported that they wanted the following information in their report:

1) General information about the PHDS, how many parents completed the
survey, and how their child's health care providers are going to use the
information to improve care.

2) Item-level findings coupled with specific tips or actions that parents can
take to improve care.

3) General statements about what health care parents should expect at their
child's well-visits.

4) An emphasis on the parent's role as a partner in their child's health care.

5) Additional resources listed that provide parents with information about the
survey, the topics assessed in the PHDS, and how he/she can work with
their child's health care providers.

e Avoid comparative information, but do include a ""gold standard.™
Since parents are not making a choice about their child's health care, comparative
information is generally not useful and can interfere with the message you are
trying to convey. Instead, present details on the care that parents should expect

from their child's health care providers and demonstrate how close those providers
are to the goal.

e Avoid complex tables and charts.
The majority of parents are not versed in reading and interpreting data tables and
charts, so they should generally be avoided. However, a simple bar chart showing
how close the doctor is to a certain standard or goal can be very effective.

e Present both positive and negative information.

Parents want to see a balance of what their child's doctor is doing right and the
areas where he or she could improve. Focusing only on the negative may make
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the parent feel overwhelmed or helpless. Using a mixture of positive and negative
indicators when presenting the results helps parents feel good about the care their
child is receiving and also helps the parent to set goals in certain areas.

Highlight which aspects of care can be improved.

Present results in terms of what action can be taken. Is there a list of questions or
checklist the parent can bring to the next visit?

Additional Tips for Reporting PHDS Data to Parents

Collaborate with groups that are respected by the audience.

To add perceived credibility to your report, mention any collaborative efforts with
respected organizations or groups.

Provide additional information and/or resources.

Provide information about related resources such as Web sites, books, and
telephone numbers parents can use to answer questions about the reports and/or
aspects of care presented.

Be aware of issues surrounding the confidentiality of results.

Only report on practices or providers that have a sufficient number of
respondents, so that the risk of breaching confidentiality is minimized.

Display the findings in a multimedia format.

When possible, enable parents to view the findings in multiple formats, such as on
a Web site as well on paper.
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STEP 6.5: Compare your PHDS findings with others

’ What is the purpose of this step?

As was noted in Steps 6.1-6.4, it is valuable to compare your findings with the findings of
others. The purpose of this section is to provide you with information about the PHDS findings
from other parties who have used the PHDS or ProPHDS through a mail mode of administration.

In this step you will:
B Review the PHDS findings of others around the country.

&1 Consider alternate sources for PHDS benchmark information.

~

Guidelines and Issues to Consider
B Review the PHDS findins of others around the country.

As was described in Step 1, the PHDS tools have been implemented at the national, state,
health plan, practice, and provider level. To date, more than 45,000 surveys have been
collected by nine Medicaid agencies, four health plans, 46 pediatric practices, and
through the National Survey of Early Childhood Health (NSECH).

However, given that this manual is specific to the implementation of the PHDS or
ProPHDS by a mail mode of administration, Table 6.1 provides comparison PHDS
findings for data collected via a mail mode of administration. As has been demonstrated
in numerous studies, survey findings vary significantly depending on the mode of
administration (e.g., differences between survey findings in the same setting and for the
same topic if the survey is mailed vs. given by phone) and therefore it is important to
compare findings appropriately.

The data in Table 6.1 represent nearly 10,000 children and are based on applications of
the PHDS through Medicaid in Maine and Washington; Kaiser Permanente Northwest, in
Portland, Oregon; and 26 pediatric and family medicine practices in Vermont and North
Carolina.
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The quality measure findings presented in Table 6.1 are for those quality measures that
are presented in a graphic format in Appendices 12-13, 15-16. When presenting
comparison information, it is best to use graphics.

Important Note from the CAHMI: As was described in Steps 5 and 6, there are a
number of options for scoring the PHDS quality measure. Table 6.1 provides the
benchmark data for the quality measure scoring approach used for the figures presented
in Appendices 12-13, 15-16. Contact the CAHMI (cahmi@ohsu.edu, 503-494-1930) for
the benchmark data using alternate scoring approach, quality measures based on reduced-
items, or for item-level comparative findings.
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Table 6.1: Comparison Data for the PHDS and ProPHDS Administration by Mail*

PHDS Measure of Care All PHDS | Range Observed at | Range Observed | Range Observed
Data by a Health Plan Level at an Office at a Provider
Mail N=6301° Level Level
N=9763° N=4067 N=2990°
Anticipatory Guidance and Parental Education
Average Percentage of Topics Discussed 50.0 36.7-58.3 37.4-67.6 31.5-69.7
std=31.0
Proportion of Children for Whom 80% of Topics Were Discussed 21.8 3.78-37.8 11.5-40.6 0-52.9
Average Percentage of Topics on Which Parents Had 82.1 67.6-92.1 74.2-93.6 69.4-92.6
Informational Needs Met | std=24.4
Proportion of Children Whose Parents Had Their 42.5 29.7-71.0 23.1-67.9 22.2-66.7
Informational Needs Met
Addressing Parental Concerns
Proportion of Children Whose Parents Were Asked About 55.4 31.2-88.9 42.4-84.8 20.0-92.3
Their Concerns
Proportion of Children with Concerned Parents Who 53.2 31.8-68.6 30.8-85.2 25.0-93.8
Were Asked About Concerns
Proportion of Children with Concerned Parents 59.4 44.4-64.6 18.2-87.0 18.2-91.7

Who Received Information that Addressed Their Concerns

! Table 6.1 shows selected PHDS measures of care displayed in the charts of the reporting templates found in Appendices 12-13, 15-16. The table does not show
item-level findings or alternate versions for scoring the quality measures that are described in Step 5. For additional information, please see the CAHMI Web

site at www.cahmi.org or contact CAHMI at cahmi@ohsu.edu or 503-494-1930.
2 Includes only PHDS and ProPHDS data collected via a mail mode of administration. Overall, CAHMI has collected over 40,000 cases of PHDS data via mail,

telephone, and in-office administration. For additional information, please see the CAHMI Web site at www.cahmi.org or contact the CAHMI at

cahmi@ohsu.edu or 503-494-1930.

® The denominator for each of the columns is not the same because health plan, office and/or provider-level analysis were not possible in all of the sites
represented in the benchmark data. Therefore, the figures shown represent the range observed for the PHDS benchmark data that was able to be analyzed for the
specific unit of analysis and different sites are represented in the columns of the table.
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Table 6.1: Comparison Data for the PHDS and ProPHDS Administration by Mail (Continued)

PHDS Measure of Care All PHDS | Range Observed at | Range Observed | Range Observed
Data by a Health Plan Level at an Office at a Provider
Mail N=6301° Level Level
N=9763" N=4067 N=2990°
Follow-Up for Children at Risk
Proportion of At-Risk Children Receiving Follow-Up Care 58.3 34.5-67.3 38.9-91.7 33.3-92.8
Assessment of the Family for Psychosocial Issues
Average Number of Topics Asked About 25.9 16.7-34.3 11.6-52.9 11.8-55.4
std=32.8
Proportion of Children Whose Parents Were Asked About 50.7 38.1-70.1 26.5-74.1 18.6-79.4
One or More Topics
Assessment of the Family for Substance Abuse, Firearms, and
Safety
Average Number of Topics Asked About 38.5 27.2-50.9 15.3-55.8 23.0-63.4
std=33.2
Proportion of Children Whose Parents Were Asked About 70.8 61.3-84.3 26.5-96.7 32.4-98.3
One or More Topics
Family-Centered Care
Average Number of Topics for Which Parent 76.3 60.1-92.9 59.2-100.0 57.1-99.0
Responded "Usually or Always" | std=30.9

* Includes only PHDS and ProPHDS data collected via a mail mode of administration. Overall, CAHMI has collected over 40,000 cases of PHDS data via mail,

telephone, and in-office administration. For additional information, please see the CAHMI Web site at www.cahmi.org or contact the CAHMI at

cahmi@ohsu.edu or 503-494-1930.

® The denominator for each of the columns is not the same because health plan, office and/or provider-level analysis were not possible in all of the sites
represented in the benchmark data. Therefore, the figures shown represent the range observed for the PHDS benchmark data that was able to be analyzed for the
specific unit of analysis and different sites are represented in the columns of the table.
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& Consider alternate sources for PHDS benchmark information.

Table 6.1 provides comparison data for the PHDS/ProPHDS quality measures presented
in graphs of the reporting tempaltes provided in Appendices 12-15. Contact CAHMI
(cahmi@ohsu.edu, 503-494-1930) if you are interested in the comparison data for item-
level findings or alternate versions of the quality measures that were discussed in Step 5.

Second, the comparitive information provided was based only on the PHDS applications
by mail. Additional benchmark data about the PHDS findings obtained via telephone and
in-office administration (representing over 15,000 children) are available upon request
and reports about these applications are available on the CAHMI Web site
(www.cahmi.org).

Lastly, a majority of the PHDS items were included in the National Survey of Early
Childhood Health (NSECH). This survey was conducted by telephone and was only
administered to parents of children 3—-35 months old. The NSECH data are available
online at http://www.cdc.gov/nchs/about/major/slaits/nsech.htm. The CAHMI article
"Measuring the quality of preventive and developmental services for young children:
national estimates and patterns of clinicians' performance"® describes the PHDS quality
measure findings from the NSECH.

® Bethell C, Reuland CP, Halfon N, Schor EL. Pediatrics. 2004 Jun;113(6 Suppl):1973-83.
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5)

6)

7)

8)

g STEP 6.6: Review additional resources on reporting
health care quality findings

For more information about creating health care quality reports, visit the TalkingQuality
Web site at www.talkingquality.gov.

Visit www.nschdata.org for additional tips and resources on communicating data findings
to stimulate system change.

For more information about focus groups and cognitive interviews the Child and
Adolescent Health Measurement Initiative has conducted about reporting quality of care
findings, visit the Web site at www.cahmi.org.

For an example of an issue brief that can be created for audiences such as the state
Medicaid director, visit the Kansas Health Foundation Web site at
www.kansashealth.org.

For more information about work the National Academy for State Health Policy
(NASHP) has done in working with states to use health and health care findings to
implement changes in state programs and policies, visit their Web site at www.nashp.org.

Visit www.familyvoices.org for additional family-friendly information on using data and
for links to other data sources and sample reports.

For more information about strategies the Center for Children with Special Needs has
used to convene various stakeholders, visit their Web site at www.cshcn.org.

For more information about how to work with families of children and adolescents with
mental health conditions, visit the Federation of Families for Children's Mental Health at
www.ffcmh.org.

© 2006 CAHMI- Child and Adolescent Health Measurement Initiative
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Glossary of Terms for the PHDS Implementation Manual

A

Address Correction Service: A service that allows the sender, on request using the appropriate
ancillary service endorsement, to obtain the addressee’s new (forwarding) address (if the
addressee filed a change-of-address order with the USPS) or the reason for non-delivery.

Adjusted response rate: A modified response rate that removes from the numerator people who
do not fully complete the survey (e.g., answered 80 percent of the items in the survey) and
removes from the denominator individuals who were sent the survey but could not complete it
because the survey was not delivered to them (due to bad address) or individuals who identified
themselves as ineligible to complete the survey (e.g., they do not belong to the health system).

American Academy of Pediatrics (AAP): An organization of 60,000 pediatricians committed
to the attainment of optimal physical, mental, and social health and well-being for all infants,
children, adolescents, and young adults. The AAP offers everything from general child health
information to specific guidelines on pediatric issues.

American Board of Pediatrics (ABP): One of the 24 certifying boards of the American Board
of Medical Specialties. ABP certification provides a standard of excellence by which the public
can select pediatricians and pediatric subspecialists.

Analysis of variance (ANOVA): A statistical method for analyzing differences.

Analytic variables: In this context, analytic variables are the PHDS survey responses,
administrative and utilization data, supplemental items, and descriptive information about the
health system. These are described in more detail in Section 5.4.

Anticipatory Guidance and Parental Education (AGPE): Assesses whether a core subset of
recommended anticipatory guidance and parental education topics are discussed, and if not,
whether the parent wished the topic had been discussed or if he/she already had information
about the topic and did not need to discuss it with their child’s health care provider. The AGPE
section of the PHDS is based on what is recommended for discussion during well-child care in
the American Academy of Pediatrics Health Supervision Guidelines and the Maternal and Child
Health Bureau’s Bright Futures recommendations.



B
Bad address rate: The rate of addresses in your database that are estimated to be incorrect.

Behavioral Risk Factor Surveillance Survey (BRFSS): A state survey of U.S. adults designed
to gather information about a wide range of behaviors that affect health. The primary focus of
these surveys has been behaviors and conditions linked with the leading causes of death—nheart
disease, cancer, stroke, diabetes, and injury.

C
CAHMI recommendations: Recommendations from the Child and Adolescent Health
Measurement Initiative based on its learning and experiences since 1997.

Care coordination (CC): Services that promote the effective and efficient organization and
utilization of resources to ensure access to necessary comprehensive services for children.

Care team: The various caregivers who provide different components of care i.e., the physician
(pediatrician, family physician), nurse practitioner, and nurse.

Change concepts: Strategies for improving the quality of care provided.

Child and Adolescent Health Measurement Initiative (CAHMI): CAHMI is a national
initiative based out of Oregon Health & Science University in the Department of Pediatrics.
Originally housed at FACCT (Foundation for Accountability), CAHMI was established in 1998
to develop and facilitate the implementation of a comprehensive set of consumer-centered
quality measurement tools. The CAHMI Web site is www.cahmi.org

Chi-squared (x°) test: A statistical method for testing differences in proportions.

Coded responses: Responses designated by a code. For example: 1=yes, 2=no.

Cognitive ease: The ease of processing information, applying knowledge, and changing
preferences.

Cognitive testing: Testing any self-designed new items added to the survey to make sure the
wording is interpreted in the way you intended.



Comparative information: A data display that facilitates comparison by showing quality of
scores for different groups of children or by specific characteristics

Comprehensive-care composite or “got all care”: Summarizes the number of children who
received all aspects of the recommended care assessed by the PHDS. The “got all care” measure
summarizes the quality of care findings across the individual, topic-specific measures of care in
the PHDS.

Confidentiality: Ensuring that information is accessible only to those authorized to have access.
For the PHDS, confidentiality is the process used to ensure that no personal health information
about the child or parent is maintained at the end of the project.

Consumer Assessment of Health Providers and Systems (CAHPS®): A private—public
initiative that develops and supports the use of a comprehensive and evolving family of
standardized surveys that ask consumers and patients to report on and evaluate their experiences
with health care.

CAHPS-CCC (Children with Chronic Conditions): A set of measurements that assesses
children with chronic conditions developed by CAHMI. More information about this tool can be
found on the CAHMI Web site at www.cahmi.org.

Consumer information framework (CIF): The CIF was developed by CAHMI staff while
CAHMI was part of the Foundation for Accountability. The CIF has four components: messages
to inform consumers and enable their decisions; a model to organize information; measures that
support meaningful and understandable evaluations of performance; and methods for scoring and
grading performance and presenting results. The CIF model organizes health care quality
information into four categories: the basics/staying healthy; getting better; living with illness;
and changing needs.

Count variable: A count variable is one which may take on only a countable number of distinct
valuessuchas 0, 1, 2, 3, 4, ...

Cross-tabulation: A table of survey results, with several rows and columns of figures.



D
Data dictionary: Contains a description of the variables that will be in a data set and describes
the response codes and definitions for each of the variables.

Desired population: The population that represents a group that you want to apply your research
to. Populations are often defined in terms of demography, geography, occupation, time, care
requirements, diagnosis, or some combination of the above.

Discrete, binomial measure: A discrete, binomial variable is one which may take on only a
countable number of distinct values such as 0, 1, 2, 3, 4, ... Discrete, binomial variables are
usually (but not necessarily) counts. A discrete variable X is said to follow a binomial
distribution with parameters.

E

Early and Periodic Screening, Diagnostic and Treatment (EPSDT): The comprehensive and
preventive child health program for individuals in Medicaid under age 21. The program includes
periodic screening, vision, dental, and hearing services and was defined by law as part of the
Omnibus Budget Reconciliation Act of 1989 (OBRA 89) legislation. EPSDT consists of two
mutually supportive operational components: (1) assuring the availability and accessibility of
required health care resources; and (2) helping Medicaid recipients and their parents or guardians
effectively use these resources. See http://www.cms.hhs.gov/medicaid/epsdt/.

Electronic medical records: A computer-based patient medical record.

External quality review: Current federal regulations issued by the Centers for Medicare and
Medicaid Services (CMS) obligate states to develop a written strategy for assessing the quality of
care for Medicaid beneficiaries in managed care plans. These regulations require states to adopt
standardized methods for quality review activities, specify mandatory and optional quality
review activities, and provide specific protocols for conducting quality reviews. In return, the
regulations give states an enhanced federal match for quality review activities and broaden the
types of organizations eligible to conduct reviews. (Definition obtained from
http://www.cmwf.org/publications/publications show.htm?doc_id=278078)

External vendor/team: Partners outside of your team hired to handle the parts of the process of
implementing the PHDS that you may not be able to handle internally due to time constraints or
lack of expertise.
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F

Family-centered care (FCC): A system or philosophy of care that incorporates the family as an
integral component of the health care system. The PHDS measure assessing family-centered care
focuses on the quality of the communication between the health care provider and the family, as

well as the overall experience of care.

Frequencies, or frequency distribution: In a survey, a table showing what number (or
percentage) of respondents gave each answer to a question.

Frontline health care providers: Providers who work in clinical settings and provide the health
care measured in the PHDS.

G
“Gold standard”: What is achievable or what parents should expect from their child’s health
care providers.

H
Health care utilization: How much health care people use. For example: how many visits they
have, the kinds of visits they have.

Health Insurance Portability and Accountability Act (HIPAA): The U.S. Congress passed
the Health Insurance Portability and Accountability Act (HIPAA) in 1996. Title | of HIPAA
protects health insurance coverage for workers and their families when they lose or change their
jobs. Title Il of HIPAA, the Administrative Simplification (AS) provisions, requires the
establishment of national standards for electronic health care transactions and national identifiers
for providers, health insurance plans, and employers. The AS provisions also address the security
and privacy of health data. The purpose of all these standards is to improve the efficiency and
effectiveness of the nation's health care system by encouraging the widespread use of electronic
data interchange in health care. (Definition derived from www.hipaacompliance.biz)

Health system characteristics: Specific processes, systems, and resources in the health system
that are related to the topics measured in the PHDS.

Health Plan Employer Data and Information Set (HEDIS): A collection of standardized
performance measures and their definitions designed to ensure that purchasers and consumers
can reliably compare the performance of managed health care plans. The performance measures
are related to public health issues such as cancer, heart disease, and asthma and also include



well-child visits. HEDIS is sponsored, supported, and maintained by the National Committee for
Quality Assurance. See http://www.ncga.org/Programs/HEDIS.

|
Individual provider variation: The dissimilarity of care that a provider gives to various
children and families.

Ineligible cases: Children who do not meet the sampling criteria for age and continuous
enrollment.

Institutional review board (IRB): An appropriately constituted group that has been formally
designated to review and monitor biomedical and behavioral research involving human subjects.
In accordance with Food and Drug Administration (FDA) and HHS regulations, an IRB has the
authority to approve, require modifications in (to secure approval), or disapprove research. An
IRB performs critical oversight functions for research conducted on human subjects that are
scientific, ethical, and regulatory.

Interim data sets: Early versions of the data set provided when a specific number of surveys
have been received and/or are complete.

Internal team: The team within your office involved in implementing the PHDS survey.
Item-level survey responses: Responses to each question in the survey.

K
Kaiser Permanente Northwest (KPNW): A managed care organization. KPNW covers the
Oregon and Washington region for Kaiser Permanente.

M

Maintenance of Certification (MOC): The American Board of Medical Specialties adopted
MOC to replace periodic recertification. MOC consists of four components: demonstration of
professionalism (part I); commitment to life-long learning (part I1); demonstration of cognitive
expertise (part 111); and evaluation of performance in practice (part 1V).



Maternal and Child Health Bureau (MCHB): A bureau of the Health Resources and Services
Administration, U.S. Department of Health and Human Services. MCHB provides leadership to
both the public and private sectors for the delivery of health care services to all mothers and
children.

MCHB Bright Futures: Bright Futures is a national initiative begun by MCHB to promote and
improve the health and well-being of children from birth through adolescence. Bright Futures is
dedicated to the principle that every child deserves to be healthy and that optimal health involves
trusting relationships among the health professional, the child, the family, and the community as
partners in health practice.

Mean variable: The mean is the arithmetic average of a data set (the sum of the values divided
by number of values). (Definition derived from the BRFSS site http://www.cdc.gov/brfss)

Medicaid: The U.S. health insurance program for individuals and families with low incomes and
resources. It is jointly funded by the states and federal government, and is managed by the states.
Among the groups of people served by Medicaid are eligible low-income parents, children,
seniors, and people with disabilities. Medicaid is the largest source of funding for medical and
health-related services for people with limited income.

Medical chart: A chronological written account of a patient's examination and treatment that
includes the patient's medical history and complaints, the physician's physical findings, the
results of diagnostic tests and procedures, and medications and therapeutic procedures.

Medline: Medical Literature Analysis and Retrieval System Online (Medline) is an international
literature database of life sciences and biomedical information. It covers the fields of medicine,
nursing, pharmacy, dentistry, veterinary medicine, and health care.

Microsystems: Clinical microsystems are the frontline units that provide most health care to
most people. They are the places where patients, families, and care teams meet. Microsystems
also include support staff, processes, technology and recurring patterns of information, behavior
and results. Central to every clinical microsystem is the patient. (Definition derived from
http://www.clinicalmicrosystem.org)
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N

National Academy for State Health Policy (NASHP): An organization that works with states
to use health and health care findings to implement changes in state programs and policies.
(http://www.nashp.orqg).

National Committee for Quality Assurance (NCQA): A private, not-for-profit organization
dedicated to improving health care quality. NCQA generates useful, understandable information
about health care quality to help inform consumer and employer choice. It also works to generate
information and feedback that helps physicians, health plans, and others to identify opportunities
for improvement and make changes that enhance the quality of patient care.

National Health Interview Survey (NHIS): Obtains information about the amount and
distribution of illness, its effects in terms of disability and chronic impairments, and the kinds of
health services people receive.

National Healthcare Quality Report: A report developed by the Agency for Healthcare
Research and Quality (AHRQ) that is the first national comprehensive effort to measure the
quality of health care in America. The report includes a broad set of performance measures that
can serve as baseline views of the quality of health care. The report presents data on the quality
of services for seven clinical conditions, including cancer, diabetes, end-stage renal disease, heart
disease, HIV and AIDS, mental health, and respiratory disease. It also includes data on maternal
and child health, nursing home and home health care, and patient safety.

National Survey of Children with Special Health Care Needs (NS-CSCHN): A survey
sponsored by the Maternal and Child Health Bureau of the Health Resources and Services
Administration. The primary goal of the NS-CSHCN is to assess the prevalence and impact of
special health care needs among children in all 50 states and the District of Columbia. This
survey explores the extent to which children with special health care needs (CSHCN) have
medical homes, adequate health insurance, and access to needed services. Other topics include
care coordination and satisfaction with care. (Definition derived from cdc.org)

National Survey of Children’s Health (NSCH): A survey sponsored by the Maternal and Child
Health Bureau of the Health Resources and Services Administration that examines the physical
and emotional health of children ages 0-17 years of age. Special emphasis is placed on factors
that may relate to the well-being of children, including medical homes, family interactions,
parental health, school and after-school experiences, and safe neighborhoods. (Definition derived
from cdc.org)
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National Survey of Early Childhood Health (NSECH): This survey provides national baseline
data on pediatric care (and its impact) from the parent’s perspective. Questions focus on the
delivery of pediatric care to families with children under 3 years of age and the promotion of
young children’s health by families in their homes. Parents of more than 2,000 children were
interviewed for this survey.

Negative indicator measures: Proportion of children who did not receive recommended care.

O

Office Systems Inventory (OSI): Collects descriptive information about specific office systems
related to meeting informational needs and addressing concerns, identifying children at risk,
providing strong links to community resources, and promoting optimal parent/child relationships.

Over-sample: A sampling procedure designed to give a demographic or geographic population a
larger proportion of representation in the sample than the population's proportion of
representation in the overall population. Over-samples are often used to study the attitudes or
behavior of groups that make up a small proportion of the total population. For instance, one
might over-sample African Americans for a study on discrimination, or people ages 65 and over
for a study about Medicare.

P

Parents Evaluation of Developmental Status (PEDS®©): The PEDS is a methodology
developed by Frances Glascoe, Ph.D., for detecting developmental and behavioral problems in
children from birth to 8 years of age. This methodology involves asking parents to complete a
10-item questionnaire, which takes only a few minutes. More information about the PEDS can be
found at: http://www.pedstest.com

Patient-centered care: Health care where patients are respected, listened to, and partnered with
so that their needs and preferences are met. In this context, it applies to the helpfulness of care
provided to parents and the effect of care on parental confidence.

Payor: The person to whom a note or bill has been or should be paid. In health care, the payor is
typically the insurance company, Medicare, Medicaid, or the individual.



Person-identifiable data: Information that can be linked, directly or indirectly, to individual
people. Examples include name, geographical subdivisions, phone numbers, social security
number, and health records to name a few.

Practice-level assessment: Examines the quality of the health care by specific health care
providers or by the place (e.g., office) where care was received.

Pre-notification letter: A letter sent to each selected child in a strategy to maximize response
rates, ensure confidentiality, describe how results will benefit the respondent, and provide
instructions on how to complete the survey

Pro-PHDS: The reduced item version of the PHDS that includes three age-specific versions: 3—
9.99 months old, 10-18.99 months old, and 19-47.99 months old.

PHDS-PLUS: An additional version of the PHDS for telephone administration.

Provider well-child templates: Standardized forms that can be used by the provider for well-
child visits that list topics to cover in the visit.

Psychosocial issues in the family: Asking the parent about their own psychological and social
aspects of well-being, including depression, emotional support, changes or stressors in the home,
and how parenting is working.

Q

Quality chasm: A term draw from a report from the Institute of Medicine’s Committee on the
Quiality of Health Care in America, Crossing the Quality Chasm: A New Health System for the
21st Century, which urgently calls for fundamental change to close the quality gap. The report
authors recommend a redesign of the American health care system, and provide overarching
principles for policymakers, health care leaders, clinicians, regulators, purchasers, and others. It
offers a set of performance expectations for the 21st century health care system, a set of 10 new
rules to guide patient-clinician relationships, a suggested organizing framework to better align
incentives inherent in payment and accountability with improvement in quality, and key steps to
promote evidence-based practice and strengthen clinical information systems.



Quality measures: Measures that summarize information from between one and 18 individual
PHDS items and assess individual components of recommended preventive and developmental
care. They are scored on a 0-100 scale, where 0 indicates that recommended care is not received
and 100 indicates that all aspects of care were received.

Quiality scores: Scores on quality measures.

R
Raw response rate: The number of questionnaires returned divided by the number of children in
your starting sample.

Recode: Reassigns the values of existing variables or collapses ranges of existing values into
new values.

Reporting audience: The audience that you are reporting survey results to.

Request for Proposals (RFP), or invitation to bid: A proposal made by a commercial
organization inviting bids from possible suppliers of a product or service, or by a government or
other funding agency inviting bids from possible research bodies.

S
Socio-demographic characteristics: Characteristics of human populations, such as risk for
depression, relationship to child, education level, and marital status.

Stakeholder: A person who is (or might be) affected by any action taken by an organization or
group. Examples are parents, children, customers, owners, employees, associates, partners,
contractors, suppliers, and people that are related or located near by. Any group or individual
who can affect or who is affected by achievement of a group's objectives.

Standardized Developmental and Behavioral Screening (SDBS): Screening for
developmental and behavioral delays that occurs through the use of a standardized, valid
screening tool.

Staying Healthy domain of the Consumer Information Framework: The Consumer
Information Framework (CIF) is a customer-centered framework for quality measurement that is
based on what consumers conveyed as their health care needs across the lifespan, encompassing
the following four domains: Staying Healthy, Getting Better, Living with IlIness or Disability,



and Coping with the End of Life. The "Staying Healthy" domain focuses on health care aimed at
prevention and early detection of health or developmental problems.

Survey disposition: The current status of the survey in the survey administration process (e.qg.,
whether the survey was completed, and if so, when in the process it was sent back).

T
T-test: Differences in mean scores between two groups.

Threshold measure: A threshold measure is a binomial measure identifying children who did
and did not receive a threshold level of quality of care. The thresholds for the PHDS measures
were based on consensus obtained from the PHDS advisors about the level of care considered
“high quality” for each measure and concurrent validity runs of the threshold measures with
other PHDS measures and child/parent outcomes. More information about the threshold
measures can be found in the papers listed in Appendix B.

U
Units of analysis: The entities, areas, or groups by which the PHDS findings are analyzed. Each
unit has different specifications for sampling.

Utilization data: Data representing the amount of services used prior to the survey.

W
Weekly tracking reports: Reports that describe the survey response rates throughout the
administration process and reported on a weekly basis by your vendor.

Weighting methodology: A technique used to assure representation of certain groups in the
sample. Data for underrepresented cases are weighted to compensate for their small numbers,
making the sample a better representation of the underlying population.

Well-child care: Well-child examinations are intended to assess children’s growth and
development, recognize problems early on, provide immunizations, educate parents, and provide
treatment for existing problems. The American Academy of Pediatrics and the Maternal and
Child Health Bureau provide guidelines and a schedule for well-child visits.
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