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Data on Health and Well-being of American Indians,
Alaska Natives and Other Native Americans: Data Catalog

1. Background

The Study of Data on Health and Well-being of American Indians, Alaska Natives, and other
Native Americans (Al/AN/NAs) was funded by the Department of Health and Human Services’
(DHHS) Office of the Assistant Secretary for Planning and Evaluation (ASPE) to address the need for
systematic information about available data sources pertaining to the health and well-being of
AIl/AN/NA populations. This study examined numerous existing databases—federal surveys, research
survey databases, state and community surveys, and administrative databases—that include
information on AI/AN/NA population characteristics and measures of health and well-being. The
study team documented the nature of these databases, including their strengths and limitations, and
collated the information into this data catalog. In the course of a systematic review, the study also
shed light on the limitations and gaps in available data on the health and well-being of AI/AN/NA
populations. The second component of this project, a paper entitled Report on Gaps in Data,
Initiatives Underway, and Strategies for Improving AI/AN/NA Data for Policy and Research
describes these limitations and gaps and identifies possible strategies to improve the quality,
usefulness, and population and geographic coverage of data on AI/AN/NA health and well-being.*

This study continues DHHS’ focus on improving data collection concerning the health and
well-being of racial and ethnic populations. The current study builds on previous activities, including
the 1999 Joint Report of the DHHS Data Council’s Working Group on Racial and Ethnic Data and
the Data Workgroup of the DHHS Initiative to Eliminate Racial and Ethnic Disparities in Health
entitled Improving the Collection and Use of Racial and Ethnic Data in DHHS. It also expands on the
activities conducted during an earlier study for ASPE entitled Assessment of Major Federal Data Sets
for Analyses of Hispanic and Asian Pacific Islander Subgroups and Native Americans. *

This data catalog focuses on data sources that provide information on the health and well-
being of AI/AN/NA populations. The catalog is intended for use by a wide variety of users including
AIJAN/NA communities; researchers from government, academic institutions, and foundations; and
policy makers. The catalog provides overview information on possible data sources that could be used
to describe the need for services, analyze trends in well-being and health, or illuminate disparities.
Some of the data sources profiled in this catalog supply only published tables for the user. Others can
be used by those with the necessary analytical skills and tools to do analysis on specific questions.
The profiles of data sets presented in this catalog are not meant to provide instruction for use of the
data in addressing specific research questions, but instead to serve as a source of general information
that will help potential users determine if further investigation of a data source is warranted. The
catalog also provides contact information and data source locations for conducting further in-depth
reviews of targeted data sources.

The populations covered by this catalog are American Indians, Alaska Natives, and other
Native Americans including Native Hawaiians and other Pacific Islanders. While each data source
profiled here may collect information on the race of the respondents differently, it is helpful to keep
in mind some generally accepted definitions of the key racial groups included in this catalog.

! This paper will be available online in the future.
2 Reports from this effort are available at http://aspe.hhs.gov/datacncl/racerpt/ and
http://aspe.hhs.gov/HSP/minority-db00/task2/index.htm.
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American Indians (Al) and Alaska Natives (AN) are defined by the U.S. Census Bureau as “people
having origins in any of the original peoples of North and South America (including Central
America), and who maintain tribal affiliation or community attachment.”® For purposes of
measuring, monitoring, and developing approaches to reducing disparities in health and well-being
and for research on a range of issues related to health and well-being, there may be interest in
information on the combined AI/AN group for some purposes and in information on specific
subgroups of the population for other purposes. For this reason, this data catalog includes information
on the availability of data on the combined AI/AN category as well Al and AN as separate groups and
AI/AN who are members of federally or state-recognized tribes. The catalog also notes the
availability of information on those who self report that they are AI/AN alone or AlI/AN in
combination with other races. Finally, because there may be interest in identifying those American
Indians who live on reservations, the reviewers examined each data source to determine if reservation
of residence was available in that data source.

The Native Hawaiian (NH) and other Pacific Islander (PI) population includes those who are
members of any of the native peoples of Hawaii and native peoples of Pacific Insular Areas that are
dependent territories of the U.S. (Guam, American Samoa, and the Northern Mariana Islands) or
Freely Associated States for which the U.S. provides defense, funding grants, and social services to
its citizens (Micronesia, Palau, and the Marshall Islands). Within the NH/ PI population, there are
several ethnically distinct categories. Polynesians, including Native Hawaiians, Samoans, Tongans,
Tahitians, Tuvaluans, and Maori, are the largest group, accounting for 65 percent of all NH/Pls.
Micronesians, including Guamanians, Marshallese, Palauans, residents of the Northern Mariana
Islands and of the Federated States of Micronesia, are 13 percent of all NH/Pls. Melanesians,
including Fijians, New Caledonians, Solomon Islanders, Vanuatuans, and Papua New Guineans, are 2
percent of this population.* In 1997, the Office of Management and Budget established a new racial
category, Native Hawaiian and Pacific Islander (NH/PI), and required that federal agencies collect
information on this new race category by 2003. The 2000 Census included the NH/PI race category
and, as a result, provides an initial baseline for assessing socioeconomic status and some limited
health measures of this group.®

® U.S. Census Bureau, “The American Indian and Alaska Native Population: 2000.” Census 2000 Brief,
February 2002, page 2.

* Panapassa, S.V. “The Health of U.S. Pacific Islander Populations: Emerging Directions.” Presentation, May
2005.

® Ibid.
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2. Catalog Description

As described above, this catalog is meant to provide overview information on a wide variety
of data sources that can address health and well-being issues for AI/AN/NA populations. It is not
meant to be an exhaustive listing of all data available on AI/AN/NA populations concerning health
and well-being. Time and resource limitations prevented coverage of the entire universe of data
sources that might be used to address these topics. To ensure that the catalog would provide broad
coverage of the major topics of health and well-being, as a first step, the project staff, in consultation
with ASPE, representatives of the DHHS Data Council’s Racial and Ethnic Data Working Group (a
workgroup for this project), and a small AI/AN/NA workgroup developed a detailed list of policy
issues within the categories of health and well-being that should be covered in the catalog. The
purpose of this policy list was to guide decision making about the content of the data sources that
should be included. The project staff attempted to maximize coverage of the policy issues and avoid
redundancy in the data sources being reviewed. This list of policy issues is presented in Figure 1.

Beyond policy parameters, the project team, in consultation with ASPE, members of the
DHHS workgroup, and the AIJAN/NA workgroup, also established the following technical
parameters for the data catalog:

o Data should be from a survey, program reporting system, or registry;
o Data should be quantitative in nature;

e Data source must allow user to identify people who are AI/AN/NA or focus on a specific
geographic region with a large AI/AN/NA population;

o Data source must be available to researchers (as data or as requested analyses) or have
extensive published tables and reports available;

e Contact and location information regarding the data source must be available;
o Documentation of data collection methods should be available;

e Data should not have been collected primarily to fill advocacy needs, lobbying purposes,
or to support corporate interests;

o Total unweighted AI/AN/NA population in data source should be available, and the
sample size must be adequate for analyses;

e Coverage of data source must be either national or focus on a specific AI/AN/NA
subpopulation only (e.g., single tribe, Pacific Islanders), or consist of a smaller
geographic area of clear relevance to the AI/AN/NA population; and

o Timeframe of the data source should be mid-1990s or later (unless a strong argument can
be made to include older data).

The review of data sources conducted based on these parameters did not include an
assessment of the quality of the data source. A careful examination of the actual data to make such an
assessment was beyond the scope of this effort. Instead, reviewers sought to provide sufficient
information about the data source to allow users to make an initial assessment of the potential
usefulness of the data source for their purposes. We strongly recommend that potential users
thoroughly examine the documentation and data from these sources to make their own assessments of
the quality of the data.
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Figure 1.1 Key Policy Issue Areas Guiding Inclusion of Data Sets

DEMOGRAPHIC AND ECONOMIC INDICATORS (e.g., age distribution, marital status, household composition)

HEALTH POLICY ISSUES

1.  Measurement of health status (e.g., self-reported health, disability rates, mortality/morbidity rates, trends over time)

2. Disease-specific measurements (e.g., % with diabetes, TB, STDs, cancer)

3. Key health disparities of priority interest (e.g., prenatal care/birth outcomes, cancer mortality, substance abuse, alcohol use, mental health,
suicide)

4. Factors contributing to measured health disparities (e.g., access to health care, utilization rates, insurance coverage, health care financing,
socioeconomic factors, preventative measures (such as immunization rates))

5. Identification of evidence-based practices and programs that address causes of health disparities, result in positive health outcomes, and
are generalizable/replicable

6.  Role of traditional medicine in AI/AN/NA communities

WELL-BEING ISSUES

Economic Well-being
1. Income status (e.g., household income/poverty status, per capita income)
2. Unemployment rates
3. Economic assistance program participation rates (e.g., Temporary Assistance for Needy Families/Tribal Temporary Assistance for Needy
Families, Food Stamps)
Economic opportunity (e.g., number of businesses/jobs, work history)
Measurement of economic/employment disparities between AI/AN/NA and general population
Factors contributing to economic disparities (e.g., lack of child care arrangement, transportation barriers)
Identification of evidence-based practices and programs that reduce economic disparities and are generalizable/replicable

Education Levels and Opportunities
1.  Educational attainment (e.g., last grade completed, literacy/numeracy skills)
2. Educational opportunities (e.g., Head Start, special education programs, school financing)
3. Factors contributing to educational disparities (e.g., parents’ education level, average education in city/county, education spending per
capita, and other socioeconomic factors)
4. ldentification of evidence-based practices and programs that produce positive educational outcomes and are generalizable/replicable

Family Well-being
1. Measures of well-being for families/households (e.g., families with low income levels, homeless families, teen pregnancy/birthrates,

household size and composition)

2. Factors contributing to well-being disparities of families (e.g., socioeconomic factors, education levels of family adults, housing quality,
public transportation availability)

3. Identification of evidence-based practices and programs that improve family well-being and are generalizable/replicable

Child Well-being
1. Measures of well-being for children (e.g., children in foster care, incarcerated children)

2. Factors contributing to well-being disparities of children (household composition, martial status of parents, foster care placement)
3. ldentification of evidence-based practices and programs that improve child well-being and are generalizable/replicable

Elder Well-being

1. Measures of well-being for elders (e.g., elders with low income levels, homeless elders, elder abuse)

2. Factors contributing to well-being disparities of elders (e.g., socioeconomic factors, living arrangements, activities of daily living and
instrumental activities of daily living (ADL/IADL), family members in proximity, services available/used (such as Meals on Wheels/elder
transportation)

3. Identification of evidence-based practices and programs that improve elder well-being and are generalizable/replicable

Housing Issues

1. Housing quality (e.g., rooms per person, running water, electricity, heat, age of building)

2. Type of housing

3. Housing ownership

4. Rental unit quality and cost

5. Homelessness

Transportation Quality and Availability Issues
Justice System Issues

No o

1. Rates of involvement with justice system (e.g., arrest, conviction, probation, parole rates)

2. Differences in resolution of arrest, by type of court system (e.g., federal, tribal, state, local)

3. Lifetime probability of being a victim of a violent crime

4.  Lifetime probability of being a victim of a non-violent crime

5. Domestic violence rates

6.  Child maltreatment rates

7. Factors contributing to disparities in involvement with justice system and outcomes (e.g., family stability/foster care placement, family
members’ history of legal system involvement, race/ethnicity, truancy history)

8. Identification of evidence-based practices or programs that reduce involvement with justice system or reduce recidivism and are

generalizable/replicable

Military Service/Veterans’ Issues
1. Military service rates (e.g., % served in military, % retired from military with benefits)
2. Eligibility and use of Veterans Administration health facilities
3. Eligibility and use of other Veterans Administration benefits (e.g. housing loans, educational benefits)
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2.1 Catalog Organization

The data catalog is organized into six sections beyond this introduction. Each of these
sections is described in the bullets below:

e Section 3 provides a listing of the data sources included in the catalog sorted by key
policy areas. The data sources listed in each section are particularly appropriate for
answering questions in the topical area but may also contain data in other areas;
therefore, data sources may be listed under more than one policy area.

Under each policy topic, data source name and corresponding page number are presented.
The page number can be used to find the detailed information on the data source in
Section 5.

e Section 4 provides a listing of data sources included in the catalog sorted by
subpopulations identified and analyzable (e.g., all AI/AN/NA, American Indians and
Alaska Natives, Pacific Islanders, Native Hawaiians, named tribes or communities). Page
number is also included.

e Section 5, which is the largest section of this report, provides in depth profiles of all data
sources presented alphabetically. A more detailed description of topics covered in these
detailed profiles is presented below.

e Section 6 includes a list of data sources identified but not reviewed for the catalog. This
list is also alphabetical and is briefly annotated with reasons the data sources were not
included in the review and selected information collected about the data set prior to its
exclusion.

e Section 7 includes reference information on a set of reports identified during this review
that ASPE and the project team believe might be of particular interest to catalog users.
These reports are generally of three types: reports concerning data that are not directly
available to potential users but on which there are published detailed analytical reports,
reports that are data compilations covering important issues using multiple data sources,
and selected reports concerning the profiled data sources identified for review. This list of
reports is not meant to be exhaustive but represents potentially useful information
obtained in the course of assembling this catalog.

e Appendices to this catalog include a glossary of terms, a brief discussion of issues
related to data aggregation, and the review protocol used to screen and profile the data
sources.

As noted above, Section 5 provides detailed profiles of each data source. Included in the
detailed profiles are 25 possible elements. If they are not relevant to the data source, elements are
not included in the profile; for example, if no information on AI/AN/NA subgroups is available,
this field is not shown in the profile. The 25 possible elements for a data source profile include:

Name of Data Source
Sponsor—documents the agency or funding source for the data collection.

Description—provides a summary description of the purpose of the data collection and
the general content of the data set.

4. Data Type(s) — indicates whether the data source is a survey, registry, or program
reporting database.

5. Relevant Policy Issues—draws from the list of policy issues described above.
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10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

Unit of Analysis—describes the level(s) at which the data were collected (e.g.,
individuals, families, households, farms). This information can help users determine the
type of analysis that can be conducted and the research questions that can be asked.

Identification of AI/AN/NA—provides detailed information on how data about race and
ethnicity were collected for this data source. Where possible, question or form field text
is included.

AIl/AN/NA Population in Data Set—provides the unweighted count of American Indian,
Alaska Native, or other Native American persons or families included in the data source.
This information is provided in as much detail as is available (e.g., for American Indians
only).

Al/AN/NA subpopulations—provides information on subpopulations for which analysis
is possible (e.g., American Indian alone, tribal affiliation).

Geographic Scope—indicates the level of geographic analysis possible (e.g., national
only, state, region).

Date or Frequency—provides information on the date of data collection and how
frequently, if relevant, the data collections are repeated.

Aggregation— this section is included only where it is necessary or particularly relevant
to consider combining data collections across years. For example, when the AI/AN/NA
sample size is extremely small in one year, it may be necessary to combine multiple
years of data to obtain a sample size appropriate for statistical analysis. Or, when the
data are collected in segments across several years, it may be desirable to aggregate
across the years to provide full population coverage.

Data Collection Methodology—provides some detail on how the data are collected (e.g.,
telephone, paper questionnaire.)

Participation—documents whether participation in the data collection effort was
mandatory or optional, and may provide information on the use of incentives.

Response Rate—documents the response rate or coverage of the data collection.
Unweighted response rates are provided where possible as these are the most directly
interpretable. Where only weighted response rates are available, they are reported and, in
most cases, briefly explained.

Sampling Methodology—provides detail on how individuals, household, or other foci
were selected to participate in the data collection. This is usually only appropriate for
surveys and, rarely, program reporting databases.

Oversample of AlI/AN/NA Population—addresses the degree to which AI/AN/NA
persons were purposely selected in excess of what would occur randomly.

Analysis—includes information important to conducting statistical analyses of the data;
for example, information on the standard errors of any estimates, the effective sample
size, design effects, and description of the power available to detect differences in the
data.

Authorization—describes the authorizing legislation for the data collection, where
appropriate.

Strengths—summarizes the key strengths of the data source for AI/AN/NA research, as
identified by the reviewers.

Limitations—summarizes the key limitations of the data source identified by the
reviewers.

Other—contains other important information identified by the reviewer.
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23. Access Requirements and Use Restrictions—describes the steps and cost involved in
accessing, if possible, the data set.

24. Contact Information—typically provides a name, telephone number, address, and email
for the office responsible for the data collection. However, in some cases only a name is
provided, and in other cases, only an email or Internet link is provided.

25. Reports of Interest—provides a non-exhaustive list of key reports related to the data
source identified in the course of the project.

2.2  Methodology

The approach used to compile the data catalog consisted of four steps: initial listings of data
sources, screening of data sources, reviewing of the data sources, and developing the catalog profiles.
Each of these steps is described in more detail in the paragraphs that follow.

Developing the initial listings of data sources. The project team (in consultation with
ASPE, our project consultants, and our small AI/AN/NA workgroup) initially developed a substantial
list of potential data sources drawing from the following sources:

o Web sites of all federal departments (e.g., Departments of Justice, Defense, Agriculture)
with information on publicly available data sets and on administrative data sets that could
be made available from each of these departments;

o Data repositories including National Library of Medicine, the Interuniversity Consortium
for Political and Social Research (ICPSR) at the University of Michigan, and the
University of Virginia to identify additional data sources located in these repositories that
may be appropriate;

o Web site developed by the DHHS Data Council that provides a Directory of Health and
Human Services Data Resources listing available DHHS data resources
(http://aspe.hhs.gov/datacncl/datadir);

o Web site developed by DHHS’ Office of Minority Health (OMH) and the Office of the
Assistance Secretary for Planning and Evaluation (ASPE) under the auspices of the
DHHS Data Council entitled Health and Human Services Statistics About Minorities
(http://vww.hhs-stat.net/omh/index.htm);

e Consultation with members of the DHHS Data Council’s Racial and Ethnic Data
Working Group who served as a workgroup for this project; and

e Consultation with project consultants and a small AI/AN/NA workgroup representing the
American Indian and Native Hawaiian communities.

As the project progressed, data sources were continually added to the review list as they were
discovered or recommended to the project team. In all, a total of 152 possible data sources were
considered.

Screening of data sources. Data sources were initially screened by reviewers to determine
their appropriateness for inclusion in the catalog. The screening protocol comprised the first few
pages of the review protocol located in Appendix C to this document. This screening protocol ensured
that the data sources to be fully profiled and considered for inclusion in the catalog met the technical
parameters listed in Section 2 above. Specifically, the reviewers provided the following information
on each data source screened:
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o Name of data source being reviewed:;

e Sponsoring agency;

e Policy issue relevant to data source;

o Brief description of data set;

o Whether the data source identified people who are AI/AN/NA,;

e Availability of data set to researchers;

e Cost associated with use of the data set;

e Relevant contact and location information regarding this data source;
e Source of funding for data set;

o Total unweighted AI/AN/NA population in data source and if unweighted n < 100,
feasibility of combining across multiple iterations of data collection to increase the size
of the population;

e Geographic coverage of the data set;
e Timeframe of the data set;

o Nature of data source (i.e., survey, program reporting data, or registry) and availability of
relevant documentation; and

e Qualitative or quantitative nature of data.

Based on this information, the project team and ASPE project officers determined whether
the data source should be fully profiled and likely included in the catalog, included in the list of non-
reviewed data sources (Section 6), or omitted entirely.

Reviewing the data sources. Data sources appropriate for profiling were then researched and
the data were collected about as many of the 25 elements as possible by the initial reviewers. (See
Section 2.1 above.)

For some data sources, not all of this information was available through the Internet,
published materials, or direct contacts with employees at the agency or data collection facility. After a
reasonable effort, reviewers were instructed to note that missing information could not be obtained or
was unavailable. Where the information on any of these categories is not applicable to the data set,
the category will not appear in the profile (e.g., weighting information for registries) but when
information important to the assessment of the utility of the data source was not available, the
category remains in the profile and is duly noted.

Initial reviews were evaluated by senior project staff and revisions were made in light of their
comments and questions. These revised reviews were then converted to the catalog entries presented
here. In summary, a total of 152 possible data sources were considered. Due to resource issues and
some early elimination of unusable data sources from the review process, 110 of the 152 data sources
were screened. From the 110 screened data sources, 68° data sources met the criteria for inclusion and
are fully profiled in the catalog.

® One data source was not originally considered for inclusion, but was added to the catalog after an agency sent
in a full profile.
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After all data reviews were completed, the data source profiles, where possible, were
forwarded to the agency or point of contact for that data source for review. Westat received comments
or approval on 76 percent of the data profiles in this catalog. After agencies and/or points of contact
completed their review of the data source profiles, we revised many of the profiles in response to their
comments. Westat then submitted the revised data catalog to members of the project DHHS
workgroup, the project AI/AN/NA workgroup, the five Westat project consultants, and senior DHHS
staff for review. Many of their comments and suggestions were incorporated into the final catalog. A
list of the data sets by the different sponsoring agencies is included in Appendix D.

2.3 Using These Data Sources

The data sources described in this catalog fall into four broad categories: publicly available
data sets, restricted use data sets, published tables (with or without on-line tabulation capability), and
published tables with special tabulations available. Each of these data source types is described
briefly below.

Publicly available data sets are collections of raw data records, usually in numeric format that
can be downloaded or transmitted by disk, CD, or email to users for analysis. These may contain one
record per person, per interaction, or per household. The researcher can access the data in these data
sets in order to seek answers to specific questions he/she has. However, analysis of these data sets
requires the appropriate computer equipment, a data analysis program (e.g., SAS, SPSS), and a data
analyst skilled in handling raw numeric data. Additionally, analysis of some datasets from research
efforts that used complex sampling procedures to select respondents may require the use of software
designed to correctly estimate variances, such as WesVar or SUDAAN. These data are termed
“publicly available” because all identifying information has been removed to allow their use by
researchers other than those who collected the data. Publicly available data may be free to users or
there may be a fee for acquiring the data. In some cases, potential users may have to complete a data
access form and confidentiality agreement. Some examples of publicly available data sets included in
this catalog are the American Housing Survey, the National Health Interview Survey, and the
Adoption and Foster Care Analysis and Reporting System.

Restricted use data sets are also collections of raw data records that researchers can analyze in
a way similar to the publicly available data sets. They also require computer equipment and special
software to analyze. They differ from publicly available data sets in that their use is carefully
monitored and restricted. Usually, these restrictions are in place to protect confidential information
stored in the data set (e.g., names, addresses, income). Holders of restricted use data sets always
require potential secondary users to complete a data access agreement. Some data sources require that
potential users also submit a proposal for how they will use the data (e.g., research questions to be
addressed), proof of financial support for the analyses, and personal information on the users. Some
sources may also require that the users perform their analyses in a designated location. There may or
may not be a charge for access to these data sets. Some examples of restricted use data sets included
in this ca7talog are the National Survey of Family Growth and the American Community Survey (full
sample).

! Employees of federal agencies and departments may have access to some restricted use data sources that are
not available to non-federal employees. These restricted-use data sources may have more identifying
information than non-restricted use versions of the same data source. In some cases, they may allow
identification of race of the respondent or participant where the public-use files do not (e.g., the National
Immunization Survey).
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In some cases, data sources that will not permit access to the raw data, or have extremely
limited access to the raw data, have developed on-line analytical capability that will allow public
users to conduct some analyses on their own. Users may or may not have full access to the data and
types of analyses may be restricted. One example of a data source that allows very limited access to
the data but has on-line analytical capabilities included in this catalog is the American Community
Survey (full sample).

Data sources that supply only published tables will not allow secondary users access to the
raw data. Once the data are collected and analyses are completed, large tabular volumes containing
the results from the analyses are published. Potential users can report only the information presented
in these tables. For this catalog, these data sources are included only if the published tables have been
determined to be of use to researchers and policy makers interested in issues related to the health and
well-being of American Indians, Alaska Natives, or other Native Americans. Some examples of data
sources that supply only published tables included in this catalog are the Pediatric Nutrition
Surveillance System and the Pregnancy Nutrition Surveillance System.

Data sources that both supply published tables and conduct special request tabulations
typically do not allow users access to the raw data and have large published tabular volumes. They,
however, also have staff that can perform additional analyses at user request to address questions not
covered in the tabular volume. The complexity of the additional analyses that can be conducted may
vary across sources as will the possible charge for these special requests. Two examples of data
sources included in this catalog that conduct special request tabulations are the Resource Patient and
Management System, which is the program reporting database for the Indian Health Service, and the
Census of Agriculture.
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3. Data Sources by Topical Area

The table below groups the 68 data sets included in this catalog by the primary identified policy issue
related to the data set. The breakdown of the primary policy issues are as follows:

e Child well-being (4 data sets)

e Demographic and economic indicators (3 data sets)
e Economic well-being (6 data sets)

e Education (7 data sets)

o Elder well-being (2 data sets)

o Family well-being (4 data sets)

e Health policy issues (30 data sets)

e Housing issues (3 data sets)

e Justice system issues (7 data sets)

o Military service/Veterans issues (1 data set)
e Transportation (1 data set)

As many of these data sources cover a variety of topics, Table 1 also includes additional policy issues
that are relevant to the data set.

Table 1. Data Sources by Policy Issue

Additional Relevant Page #
Child Well-being Policy Issues
Adoption and Foster Care Analysis and Reporting System Health policy issues 5.4
(AFCARS) Justice system issues
National Child Abuse and Neglect Data System (NCANDS) Justice system issues 5-104
National Survey of Child and Adolescent Well-being Family well-being 5.142
(NSCAW) Health policy issues
Runaway and Homeless Youth Management Information Housing issues 5.177
System (RHYMIS)
Additional Relevant

Demographic and Economic Indicators Policy Issues Page #
American Community Survey (ACS) Economic well-being

Family well-being 5-8

Housing issues
Census 2000 Economic well-being

Education

Family well-being 5.33

Health policy issues

Housing issues

Transportation
Census 2000 - The American Indian and Alaska Native Economic well-being
Summary File Education

Family well-being 5.38

Health policy issues

Housing issues

Transportation
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Table 1 continued.

Additional Relevant

Economic Well-being Policy Issues Page #
Census of Agriculture (2002) 5-41
Consumer Expenditure Surveys (CE) Interview and Diary 5.49
Surveys
Current Population Survey (CPS) Demographic and 5.53
Economic Indicators
Panel Study of Income Dynamics (PSID) Child well-being
Elde_r WeII-beln_g 5-164
Family well-being
Housing issues
Small Area Income and Poverty Estimates (SAIPE) 5-180
Survey of Program Dynamics (SPD) Child well-being
Education
Family well-being
Health policy issues 5-188
Transportation
Military service
Additional Relevant
Education Policy Issues Page #
Early Childhood Longitudinal Study, Birth Cohort Child well-being 5.58
(ECLS-B) Family well-being
Early Childhood Longitudinal Study, Kindergarten Class of 5.63
1998-99 (ECLS-K)
Head Start Program Information Report Child well-being 5.73
Family well-being
Integrated Postsecondary Education Data System (IPEDS) 5-83
National Assessment of Adult Literacy (NAAL) 5-101
National Household Education Surveys Program (NHES) 5-120
National Indian Education Study (NIES) 5-130
Additional Relevant
Elder Well-being Policy Issues Page #
Health and Retirement Study (HRS) Economic well-being
Education 5-75
Health policy issues
National Aging Program Information Systems (NAPIS) State 5-06
Performance Reports
Additional Relevant
Family Well-being Policy Issues Page #
Food Stamp Program Quality Control Database (FSPQC) Economic well-being 5-67
National Survey of America’s Families (NSAF) Child well-being
Economic well-being 5.137
Health policy issues
Housing issues
National Survey of Family Growth (NSFG) Health policy issues 5-146
Temporary Assistance for Needy Families (TANF) and Tribal | Economic well-being 5.191

TANF
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Table 1 continued.

Additional Relevant

Health Policy Issues Policy Issues Page #
Behavioral Risk Factor Surveillance System (BRFSS) 5-22
Consumer Assessment of Healthcare Providers and Systems 595
(CAHPS) Health Plan Survey Response Data
California Health Interview Survey (CHIS) Child well-being 5.99
Elder well-being
Hawaii Health Survey (HHS) 5-70
Health Behavior in School-aged Children (HBSC) Economic well-being
Education 5.78
Child well-being
Family well-being
Health Information National Trends Survey (HINTS) 5-81
Medicaid Analytic Extract (MAX) Child well-being 585
Elder well-being
Medical Expenditure Panel Survey (MEPS) Child well-being
Elder well-being 5-88
Family well-being
Medicare Denominator Files Elder well-being 5-92
Medicare Utilization — Standard Analytic Files (SAFs) 5-94
National Ambulatory Medical Care Survey (NAMCS) 5-98
National Epidemiologic Survey on Alcohol and Related 5-111
Conditions (NESARC)
National Health Interview Survey (NHIS) Child well-being
Elder well-being 5-114
Family well-being
National Hospital Ambulatory Medical Care Survey 5.117
(NHAMCS)
National Longitudinal Mortality Study (NLMS) 5-133
National Mortality Followback Survey (NMFS) 5-135
National Survey on Drug Use and Health (NSDUH) 5-153
National Vital Statistics System: Linked Birth-Infant Death 5-156
(NVSS-I)
National Vital Statistics System: Mortality (NVSS-M) 5-159
National Vital Statistics System: Natality (NVSS-N) 5-162
Pediatric Nutrition Surveillance System (PedNSS) Child well-being 5-167
Pregnancy Nutrition Surveillance System (PNSS) 5-169
Pregnancy Risk Assessment Monitoring System (PRAMS) Child well-being 5-171
Resource and Patient Management System (RPMS) and 5.174
National Patient Information Reporting System (NPIRS)
Surveillance, Epidemiology, and End Results (SEER) 5-183
Tobacco Use Supplement to the Current Population Survey 5.194
(TUS-CPS)
Treatment Episode Data Set (TEDS) 5-199
United States Renal Data System (USRDS) 5-205
Washington State Population Survey (WSPS) Economic well-being 5-207
Youth Risk Behavior Surveillance Survey (YRBSS) 5-211
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Table 1 continued.

Additional Relevant

Housing Issues Policy Issues Page #
A Picture of Subsidized Households Economic well-being 5-2
American Housing Survey (AHS) 5-12
American Housing Survey: Metropolitan Surveys 5-15
Additional Relevant
Justice System Issues Policy lIssues Page #
Annual Survey of Jails (ASJ) 5-19
Census of Jails 5-44
Census of Tribal Justice Agencies in Indian Country 5-47
National Crime Victimization Survey (NCVS) 5-108
Survey of Jails in Indian Country (SJIC) 5-186
Uniform Crime Reports 5-202
Youth Gangs in Indian Country 5-209
Additional Relevant
Military Service/Veterans Issues Policy lIssues Page #
National Survey of Veterans (NSV) 5-150
Additional Relevant
Transportation Policy Issues Page #
National Household Travel Survey (NHTS) 5-125
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4, Data Sources by Subpopulation Coverage

The 68 data sets included in this catalog vary in the way AI/AN/NA individuals are
identified. Race is directly self-reported by the respondents or the respondents’ legal guardian (if the
focal respondent is a minor) in 35 of these studies. Twenty-eight of these studies obtain race
information from administrative records (e.g., enrollment forms, patient files). Five of the data sets do

not identify AI/AN/NA individuals.

Although there is some variation in the categories used to identify AI/AN/NA individuals, the
majority of the studies in this catalog use the broader categories “American Indian or Alaska Native”
and “Native Hawaiian or other Pacific Islander.” These broad categories meet the minimum racial
classification standards set by the Office of Management and Budget (OMB)?®. Table 2 below lists the
data sets by the subpopulation coverage for the American Indian or Alaska Native racial category,
while Table 3 lists the data sets by the subpopulation coverage for the Native Hawaiian or other

Pacific Islander subcategory.

Table 2. Data Sources by Subpopulation Coverage: American Indian/Alaska Native

Data Sources that identify Tribal Affiliation Notes Page #
American Community Survey (ACS) 5-8
California Health Interview Survey (CHIS) Identifies 10
federally 5-29
recognized tribes
Census 2000 5-33
Census 2000 - The American Indian and Alaska Native Summary Identifies 1,081
File federally
. . 5-38
recognized tribes
and villages
Early Childhood Longitudinal Study, Birth Cohort (ECLS-B) 5-58
Pediatric Nutrition Surveillance System (PedNSS) Identifies 7
federally 5-167
recognized tribes
Pregnancy Nutrition Surveillance System (PNSS) Identifies 6
federally 5-169
recognized tribes
Resource and Patient Management System (RPMS) and National Analysis by tribe is
Patient Information Reporting System (NPIRS) dependent on tribal | 5-174
approval
Data sources that include the category American Indian alone Notes
(A Page #
American Community Survey (ACS) 5-8
Census 2000 5-33
Health and Retirement Study (HRS) This category is
available beginning 5-75
in 2006
Resource and Patient Management System (RPMS) and National 5.174
Patient Information Reporting System (NPIRS)
Treatment Episode Data Set (TEDS) 5-199

& www.whitehouse.gov.omb/fedreg/1997standards
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Table 2 continued.

Data sources that include the category Alaska Native alone (AN) Notes Page #
American Community Survey (ACS) 5-8
Census 2000 5-33
Health and Retirement Study (HRS) This category is
available beginning 5-75
in 2006
Resource and Patient Management System (RPMS) and National 5.174
Patient Information Reporting System (NPIRS)
Treatment Episode Data Set (TEDS) 5-199
Data sources that include the combined category American
Indian/Alaska Native (Al/AN) Notes Page #
A Picture of Subsidized Households Category is “Native 5.0
American”
Adoption and Foster Care Analysis and Reporting System 5.4
(AFCARYS)
American Housing Survey 5-12
American Housing Survey: Metropolitan Surveys 5-15
Annual Survey of Jails (ASJ) 5-19
Behavioral Risk Factor Surveillance System (BRFSS) 5-22
CAHPS Health Plan Survey Response Data 5-25
California Health Interview Survey (CHIS) 5-29
Census of Agriculture (2002) 5-41
Census of Jails 5-44
Consumer Expenditure Surveys (CE) Interview and Diary Surveys 5-49
Current Population Survey (CPS) 5-53
Early Childhood Longitudinal Study, Birth Cohort (ECLS-B) 5-58
Early Childhood Longitudinal Study, Kindergarten Class of 1998-99 5-63
(ECLS-K)
Food Stamp Program Quality Control Database (FSPQC) 5-67
Head Start Program Information Report 5-73
Health Behavior in School-aged Children (HBSC) 5-78
Health Information National Trends Survey (HINTS) 5-81
Integrated Postsecondary Education Data System (IPEDS) 5-83
Medicaid Analytic Extract (MAX) 5-85
Medical Expenditure Panel Survey (MEPS) 5-88
Medicare Denominator Files Category is “North
. - 5-92
American Native
Medicare Utilization — Standard Analytic Files (SAFs) Category is “North 5.94
American Native”
National Aging Program Information Systems (NAPIS) State 5-96
Performance Reports
National Ambulatory Medical Care Survey (NAMCS) 5-98
National Assessment of Adult Literacy (NAAL) 5-101
National Child Abuse and Neglect Data System (NCANDS) 5-104
National Crime Victimization Survey (NCVS) 5-108
National Epidemiologic Survey on Alcohol and Related Conditions 5111
(NESARC)
National Health Interview Survey (NHIS) 5-114
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Table 2 continued.

Data sources that include the combined category American

Indian/Alaska Native (Al/AN) - Continued Notes Page #
National Hospital Ambulatory Medical Care Survey (NHAMCS) 5-117
National Household Education Surveys Program (NHES) 5-120
National Household Travel Survey (NHTS) 5-125
National Indian Education Study (NIES) 5-130
National Longitudinal Mortality Study (NLMS) 5-133
National Mortality Followback Survey (NMFS) Category is
“American Indian 5.135
(A, Aleut or
Eskimo”
National Survey of America’s Families (NSAF) Category is
“American Indian 5.137
(A, Aleut or
Eskimo”
National Survey of Child and Adolescent Well-being (NSCAW) 5-142
National Survey of Family Growth (NSFG) 5-146
National Survey of Veterans (NSV) 5-150
National Survey on Drug Use and Health (NSDUH) 5-153
National Vital Statistics System: Linked Birth-Infant Death 5.156
(NVSS-1)
National Vital Statistics System: Mortality (NVSS-M) 5-159
National Vital Statistics System: Natality (NVSS-N) 5-162
Panel Study of Income Dynamics (PSID) Category is “Native 5164
American”
Pediatric Nutrition Surveillance System (PedNSS) 5-167
Pregnancy Nutrition Surveillance System (PNSS) 5-169
Pregnancy Risk Assessment Monitoring System (PRAMS) 5-171
Runaway and Homeless Youth Management Information System 5.177
(RHYMIS)
Surveillance, Epidemiology, and End Results (SEER) 5-183
Survey of Program Dynamics (SPD) Category is
“American Indian
(Al), Aleut or 5-188
Eskimo”
Temporary Assistance for Needy Families (TANF) and Tribal 5.191
TANF
Tobacco Use Supplement to the Current Population Survey 5-194
(TUS-CPS)
Uniform Crime Reports 5-202
United States Renal Data System (USRDS) Category is “Native 5-905
American”
Washington State Population Survey (WSPS) 5-207
Youth Risk Behavior Surveillance Survey (YRBSS) 5-211
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Table 3. Data Sources by Subpopulation Coverage: Native Hawaiian/Other Pacific Islander

Data sources that include the category Native Hawaiian alone (NH) Notes Page #
American Community Survey (ACS) 5-8
Census 2000 5-33
Early Childhood Longitudinal Study, Birth Cohort (ECLS-B) 5-58
Hawaii Health Survey (HHS) 5-70
Health and Retirement Study (HRS) This category is
available beginning 5-75
in 2006
National Survey of Veterans (NSV) 5-150
National Vital Statistics System: Linked Birth-Infant Death (NVSS-I) Category is not 5.156
available after 2003
National Vital Statistics System: Mortality (NVSS-M) 5-159
National Vital Statistics System: Natality (NVSS-N) Category is not 5-162
available after 2003
Pregnancy Risk Assessment Monitoring System (PRAMS) 5-171
Data sources that include the category Other Pacific Islander alone
(PI) Notes Page #
American Community Survey (ACS) 5-8
Census 2000 5-33
Early Childhood Longitudinal Study, Birth Cohort (ECLS-B) 5-58
Health and Retirement Study (HRS) This category is
available beginning 5-75
in 2006
National Survey of Veterans (NSV) 5-150
National Vital Statistics System: Mortality (NVSS-M) Includes categories
for Samoan and 5-159
Guamanian
Data sources that include the combined category Native Hawaiian or
other Pacific Islander (NH/PI) Notes Page #
Adoption and Foster Care Analysis and Reporting System (AFCARS) 5-4
American Housing Survey 5-12
American Housing Survey: Metropolitan Surveys 5-15
Annual Survey of Jails (ASJ) 5-19
Behavioral Risk Factor Surveillance System (BRFSS) 5-22
CAHPS Health Plan Survey Response Data 5-25
California Health Interview Survey (CHIS) 5-29
Census of Agriculture (2002) 5-41
Census of Jails 5-44
Consumer Expenditure Surveys (CE) Interview and Diary Surveys 5-49
Current Population Survey (CPS) 5-53
Early Childhood Longitudinal Survey Kindergarten Cohort 563
(ECLS-K)
Food Stamp Quality Control Database (FSPQC) Category available
SI= T 5-67
beginning in 2007
Head Start Program Information Report 5-73
Health Behavior in School-aged Children (HBSC) 5-78
Health Information National Trends Survey (HINTS) 5-81
Medicaid Analytic Extract (MAX) 5-85
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Table 3 continued.

Data sources that include the combined category Native Hawaiian or

other Pacific Islander (NH/PI) - Continued Notes Page #
Medical Expenditure Panel Survey (MEPS) 5-88
National Ambulatory Medical Care Survey (NAMCYS) 5-98
National Assessment of Adult Literacy (NAAL) 5-101
National Child Abuse and Neglect Data System (NCANDYS) 5-104
National Crime Victimization Survey (NCVS) Category available 5.108
beginning in 2003

National Epidemiologic Survey on Alcohol and Related Conditions 5-111
(NESARC)

National Hospital Ambulatory Medical Care Survey (NHAMCS) 5-117
National Household Education Surveys (NHES) Category available 5-120

beginning in 2005

National Household Travel Survey (NHTS) 5-125
National Longitudinal Mortality Study (NLMS) 5-133
National Survey of Family Growth (NSFG) 5-146
National Survey on Drug Use and Health (NSDUH) 5-153
Runaway and Homeless Youth Management Information System 5.177
(RHYMIS)

Temporary Assistance for Needy Families (TANF) and Tribal TANF 5-191
Tobacco Use Supplement to the Current Population Survey 5.194
(TUS-CPS)

Washington State Population Survey (WSPS) 5-207
Youth Risk Behavior Surveillance Survey (YRBSS) 5-211
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5. Listing of Data Sources

The following pages contain detailed descriptions of the 68 data sources included in this catalog.



Sponsor:

Description:

Relevant Policy
Issues:

Data Type(s):

Unit of
Analysis:

Identification
of AIJAN/NA:

Al/AN/NA
Population in
Data Set:

Geographic
Scope:

Date or
Frequency:

A Picture of Subsidized Households (1998)

U.S. Department of Housing and Urban Development (HUD)

The Picture of Subsidized Households (1998) presents summary information
reported by subsidized housing programs across the nation. The program data
included in the data set comes from five different sources:

1. Indian Housing

2. Public Housing

3. Section 8 housing (including Section 8 Certificates and VVouchers, Section 8
Moderate Rehabilitation, and Section 8 New Construction or Substantial
Rehabilitation)

4. Federal Housing Administration (FHA) (including Section 236 projects and
other FHA projects with subsidy such as Section 8 Loan Management,
Rental Assistance Program (RAP), Rent Supplement, Property Disposition,
etc.)

5. Low Income Housing Tax Credit

The data file and reports cover about four and a half million HUD-subsidized
housing units, and a third of a million housing units assisted by Low Income
Housing Tax Credits, for a total of nearly five million subsidized housing units.

Income Status, Economic Assistance Program Participation Rates, and Housing
Quality.

Program reporting data

Housing subsidy program

The 1998 data set includes the percent of Native Americans (defined as American
Indians and Alaska Natives) living in subsidized housing in 1998.

This data set is summary data rather than raw data, and as such, does not provide
counts of AI/AN/NA persons but does provide the percentage of Native
Americans living in subsidized housing. Of all those living in subsidized housing
in 1998, across all types of subsidized housing, 1 percent were Native American.
Of those living in Indian housing, 89 percent were Native American.

The geographic scope of the study is national. Geographic indicators available in
the data include latitude, longitude, zip code, county, MSA, census tract, and
Congressional district.

The data used in this report and compiled into the data set are collected
continuously and only periodically compiled into the report and data sets. A
Picture of Subsidized Households previously was produced the 1970s and in
1996, and 1997. A Picture of Subsidized Households: 2000 and A Picture of
Subsidized Households: 2004 are forthcoming (both are expected by the end of

5-2



Data Collection
Methodology:

Participation:

Strengths:

Limitations:

Access
Requirements
and Use
Restrictions:

Contact
Information:

A Picture of Subsidized Households (1998)
(continued)

the 2006 calendar year). These reports will not contain any data on Indian
Housing but will include information on American Indians, Alaska Natives, and
other Native Americans living in non-Indian Housing. Tentative plans to release
A Picture of Subsidized Households reports biennially are under consideration.

Subsidized housing programs submit reports to HUD.

Mandatory

Data are collected on key policy issues regarding housing. There are multiple
years of data available.

These data do not include any information on Native Hawaiians or other Pacific
Islanders living in subsidized housing.

Data set is available to public at no cost.

General user information can be accessed through HUD USER:

HUD USER

P.O. Box 23268

Washington, DC 20026-3268
Toll Free: (800) 245-2691
TDD: (800) 927-7589

Local: (202) 708-3178

Fax: (202) 708-9981

email: helpdesk@huduser.org

More detailed information can be accessed by contacting:
Robert W. Gray

U.S. Department of Housing and Urban Development
451 7th Street S.W., Washington, DC 20410
Robert W. Gray@hud.gov

The 1998 data and documentation are available for download from the following
website: http://www.huduser.org/datasets/assthsg/statedata98/.
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Adoption and Foster Care Analysis and Reporting System (AFCARS)

Sponsor:

Description:

Relevant Policy
Issues:
Data Type(s):

Unit of
Analysis:

Identification
of AIJAN/NA:

U.S. Department of Health and Human Services (DHHS)/Administration for
Children and Families (ACF)

The Adoption and Foster Care Analysis and Reporting System (AFCARS)
provides child-specific information on all children covered by the protections of
Title IV-B and Title IVV-E of the Social Security Act. On a semi-annual basis, all
states submit data to the U.S. Children's Bureau concerning each child in foster
care and each child who has been adopted under the authority of the state's child
welfare agency. The AFCARS databases have been designed to address policy
development and program management issues at both the state and federal levels.
The data are also useful for researchers interested in analyzing aspects of the
United States' foster care and adoption programs.

For each year since 1995, there are two AFCARS files, one containing adoption
data and the other containing foster care data. These annual files are constructed
from the states' semi-annual data submissions. The adoption file contains 45 data
elements concerning the adopted child's gender, race, birth date, ethnicity and
prior relationship with the adoptive parents. The date the adoption was finalized,
dates parental rights were terminated, characteristics of birth and adoptive
parents, and whether the child was placed from within the United States or from
another country are also captured. The foster care file contains 89 elements
providing information on child demographics including gender, birth date, race,
and ethnicity. Information about the number of previous stays in foster care,
service goals, availability for adoption, dates of removal and discharge, funding
sources, and the biological and foster parents is also included in the foster care
files.

Measurement of Health Status, Measures of Well-being for Children, Factors
Contributing to Well-being Disparities of Children, and Child Maltreatment
Rates.

Registry

Individual (child)

Instructions for states reporting race are: "In general, a person’s race is
determined by how others define them or by how they define themselves. In the
case of young children, parents determine the race of the child. Data entry staff
are to indicate all races that apply."”

Definitions of racial categories include:

American Indian or Alaska Native (AlI/AN) is defined as a person having origins
in any of the original peoples of North America or South America (including
Central America), and who maintains tribal affiliation or community attachment.
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Adoption and Foster Care Analysis and Reporting System (AFCARS)

AI/AN/NA
Population in
Data Set:

Geographic

Scope:

Date or
Frequency:

(continued)

Native Hawaiian or other Pacific Islander (NH/PI) is defined as a person having
origins in any of the original peoples of Hawaii, Guam, Samoa, or other Pacific
Islands.

Asian — A person having origins in any of the original peoples of the Far East,
Southeast Asia, or the Indian subcontinent including, for example, Cambodia,
China, India, Japan, Korea, Malaysia, Pakistan, the Philippine Islands, Thailand,
and Vietnam.

Black or African American — A person having origins in any of the black racial
groups of Africa.

White — A person having origins in any of the original peoples of Europe, the
Middle East, or North Africa.

For FY 2003, number of children in foster care:
TOTAL: 523,000

AIl/AN non-Hispanic: 10,260

NH/PI non-Hispanic: 1,540

For FY 2003, number of children waiting to be adopted:
TOTAL: 119,000

Al/AN non-Hispanic: 2,190

NH/PI non-Hispanic: 340

For FY 2003, number of children who were adopted:
TOTAL: 50,000

AIl/AN non-Hispanic: 700

NH/PI non-Hispanic: 130

The geographic scope of the AFCARS is national. A state indicator is available
for all records on both the adoption and foster care files. For foster care data, the
geographic Federal Information Processing Standards (FIPS) codes for the local
county agency responsible for the case are available for all children in counties
with more than 1,000 records. (If county has less than 1,000 records, FIPS codes
are excluded for reasons of confidentiality.) Limited geographic analysis is
possible by state and county.

States are required to submit AFCARS data semi-annually to ACF. The AFCARS
reporting periods are October 1 through March 31 and April 1 through September
30. Data for each reporting period are due no later than May 15 and November
14, respectively. An annual file is constructed from the two semi-annual files.

Data collection has been ongoing since 1995, although use of the data prior to
1998 is discouraged. The period from 1995 to 1997 was a start-up phase for
AFCARS. Many states were still developing their information systems and were
unable to submit data. Other states were able to submit data, but the quality was
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Adoption and Foster Care Analysis and Reporting System (AFCARS)

Data Collection
Methodology:

Participation:

Response Rate:

Authorization:

Strengths:

Limitations:

Other:

Access
Requirements
and Use
Restrictions:

(continued)

either missing or poor on many of the data elements. Therefore, pre-1998 data
sets are not as complete or reliable as the data for subsequent years. Since 1998,
participation by the states has been universal and the data quality has improved
dramatically. The most recent data available are for FY2004.

States submit case-level reports electronically to AFCARS.

Mandatory

By 1999, all states (plus the District of Columbia (DC) and Puerto Rico) had
submitted adoption data. By 2001, all states, DC and Puerto Rico had submitted
foster care data.

Under the final AFCARS’ rule, states are required to collect data on all adopted
children covered by Title IV-B/E of the Social Security Act.

AFCARS data sets contain a large number of AI/AN/NA respondents. The data
are collected on key policy issues, including child welfare. There are multiple
years of data available. The documentation is thorough and clear. Mandatory
reporting means high compliance among states.

While data collection began in 1995, use of the data prior to 1998 is discouraged.

Tribal agencies who place children for adoption voluntarily report data to
AFCARS. Since these adoptions do not involve a state agency, these records are
not included in the publicly available version of the data.

A 2003 report issued by the Department of Health and Human Services and
entitled Adoption and Foster Care Analysis and Reporting System (AFCARS):
Challenges and Limitations reports there is some inconsistency in the definition
of data elements, most notably problems with placement and date-of-discharge
definitions.

In 2000, technical changes to the race/ethnicity data elements in AFCARS were
made. Previously, race categories were mutually exclusive, but starting in 2000
children could be classified as multi-racial.

Researchers need to complete and submit a Terms of Use Agreement.
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Adoption and Foster Care Analysis and Reporting System (AFCARS)
(continued)

Contact The data set is available through the National Data Archive on Child Abuse and
Information: Neglect at Cornell University: http://www.ndacan.cornell.edu.

National Data Archive on Child Abuse and Neglect

Beebe Hall - FLDC

Cornell University

Ithaca NY 14853

Phone: (607) 255-7799

Fax: (607) 255-8562

E-Mail: NDACAN@cornell.edu
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Sponsor:

Description:

Relevant Policy
Issues:

Data Type(s):

Unit of
Analysis:

Identification
of AI/AN/NA:

American Community Survey (ACS)

U.S. Department of Commerce/U.S. Census Bureau

The American Community Survey (ACS) was designed to provide current
estimates of community change, and intended to replace the decennial Census
long form by collecting and producing updated population and housing
information every year instead of every 10 years. About three million households
are to be surveyed each year. The ACS collects information from U.S. households
similar to what was collected on the Census 2000 long form, such as income and
employment, commute time to work, home value and expenses, type of housing,
household composition, health status, and veteran status. The ACS began testing
in 1996 and expanded to a national demonstration design from 2000 through
2004. Full implementation into all counties began in 2005.

Each year, a subsample of the ACS is selected to construct the Public Use
Microdata (PUMS). This data set is available online for all researchers. Use of the
full sample of the ACS is restricted and access is difficult to obtain. However, the
full sample data are used to create the published population estimates from the
ACS. Both the PUMS data and the restricted-access full ACS sample are
discussed in this profile.

Demographic and Economic Indicators, Income Disparities, Unemployment
Rates, Economic Assistance Program Participation Rates, Measures of Well-
being for Families/Households, Housing Quality, Type of Housing, Housing
Ownership, and Rental Unit Quality and Cost.

Survey

Individual and Household.

Race is self-reported. One household member fills out the ACS questionnaire and
reports race for himself/herself and all other members of the household.
Instructions in the ACS survey for reporting race are: “What is this person’s race?
Mark one or more races to indicate what this person considered himself/herself to
be.” Response categories include:

e White

o Black or African American

o American Indian or Alaska Native — Print name of enrolled or principal
tribe (AI/AN)

¢ Asian Indian

o Chinese

e Filipino

e Japanese

o Korean

¢ Vietnamese

o Other Asian — Print race
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AI/AN/NA
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AI/AN/NA
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Geographic
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American Community Survey (ACS)
(continued)

o Native Hawaiian (NH)

e Guamanian or Chamorro

e Samoan

o Other Pacific Islander — Print race below (OPI)
e Some other race — Print race below

Additionally, the questionnaire contains several questions that either require or
permit respondents to write-in their responses. The write-in fields cover the
following topics: race, Hispanic origin, place of birth, ancestry, migration,
language, place of work, industry and occupation. These write-in responses are
then coded. Using these coded responses, further race classification of the data is
possible, such as separating “American Indian” from “Alaska Native.”

As noted earlier, there is both the restricted-access full sample of the ACS and the
Public Use Microdata set (PUMS). The restricted-access sample provides race
categories in greater detail than the PUMS data, while the race categories for the
PUMS data are combined into fewer categories.

At the time of this publication, the data from the 2005 full implementation of the
ACS are not yet available. The PUMS data will contain about 40 percent of the
full ACS sample and represent 1 percent of the population. Based on information
from the pilot testing, the PUMS data should contain an adequate number of
AI/AN/NA individuals to support analysis targeting this population.

The ACS questionnaire asks for AI/AN individuals to give the name of their
enrolled or principal tribe. Total population estimates are provided for the
following tribal groupings: Cherokee, Chippewa, Navajo and Sioux. Tribal
affiliation is not available in the PUMS data set, but is present in the full
restricted ACS data.

The Native Hawaiian/Other Pacific Islander race category is broken out into the
following subcategories and total population estimates are reported separately:
Native Hawaiian, Guamanian or Chamorro, Samoan, Other Pacific Islander.
Again, this level of detail is only available in the restricted use ACS data. The
PUMS data only reports the combined category Native Hawaiian/Other Pacific
Islander.

The geographic scope of the ACS is national. The ACS identifies the following
individual geographic areas: nation, state, county, county subdivision, place-
county, place, metropolitan statistical area (MSA)/consolidated metro statistical
area (CMSA)/primary metropolitan statistical area (PMSA), and Congressional
district. The list of geographic identifiers will expand with the release of the 2005
data.

Data from the 2004 ACS are available for over 800 geographic areas, including

244 counties, 203 Congressional districts, most metropolitan areas of 250,000
population or more, all 50 states, and the District of Columbia. From the mid
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Analysis:

American Community Survey (ACS)
(continued)

1990s to 2004, the ACS survey was administered to selected sites. The ACS data
collection effort was fully implemented in 2005. The Census Bureau plans to
begin releasing the 2005 survey estimates in the summer of 2006, but only for
areas with populations of 65,000 or more. For areas with populations of 20,000 or
more, data release is planned for the summer of 2008, with estimates for all
areas—down to census tract/block group level-by the summer of 2010.

Data collection is conducted on a monthly basis. Results are compiled and
published annually. At the time of this reporting, the most current available data
are for 2004. Release dates are noted in the Geographic Scope section above.

Surveys are mailed every month to a random sample of addresses in each county.
The self-enumeration procedure uses several mailing pieces, including a
prenotification letter, the American Community Survey questionnaire, a reminder
card, and a replacement questionnaire if the original questionnaire is not returned
in a timely manner. If a household does not respond in 6 weeks, Census Bureau
staff will attempt to contact the respondent by telephone to complete the survey.
If that, too, fails, about one in every three addresses remaining will be visited by
Census Bureau staff for an in-person interview.

Mandatory

The ACS does not report an unweighted response rate. Weighting is used because
not all housing units have the same probability of selection. The weighted
response rate for the 2004 ACS is reported as 93.1 percent, due to a special
budget issue. From 2001 to 2003, response rates ranged from 96.7 percent to 97.7
percent.

The 2004 ACS used a two-stage stratified annual sample of approximately
830,000 housing units. Step one of the sampling design was to divide the U.S.
into primary sampling units (PSUs); step two was grouping the PSUs into strata
based on independent information. After that, one pair of PSUs from each stratum
was selected. The 2004 population estimates were derived from 568,966 final
interviews. Beginning in 2005, the first stage of sample was no longer used, as all
counties will be included in the sample.

A larger proportion of addresses are sampled for small governmental units
including American Indian reservations. The monthly sample size is designed to
approximate the sampling ratio of Census 2000 Long Form, including the
oversampling of small governmental units.

The ACS is a weighted data set. The PUMS methodology report gives a detailed
explanation on how to apply appropriate weights when conducting analysis and
how to calculate standard errors for the survey variable(s) of interest. Each
variable in the ACS data set has an associated design effect. The design effects
for the race categories in the ACS are listed as:
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American Community Survey (ACS)
(continued)

e White alone =2.5
e Black or African American alone = 3.1
e AIl/AN alone, Asian alone, NH/PI alone, some other race alone = 3.0

The American Community Survey is part of the 10-year Census. As such, its legal
authority derives from the same statutes that authorize the Census: Title 13 of the
U.S. Code, Sections 141 and 193.

The data set contains a large number of AI/AN/NA respondents. The data are
collected on key policy issues, including housing and economic well-being. There
are multiple years of data available.

The AI/AN/NA population is oversampled in the ACS, thereby improving the
reliability of estimates for this population by reducing the variance. Coverage
rates for the 2004 ACS for AlI/AN are reported as 100 percent and as 90 percent
for Native Hawaiian and other Pacific Islanders.

The tabulations prepared from the PUMS are based on a subset of the 2004
American Community Survey (ACS) sample. Estimates from the ACS PUMS file
are expected to be different from the previously released ACS estimates because
they are subject to additional sampling error and further data processing
operations. The full data set is difficult to obtain (see below).

The ACS PUMS data are available for download at no cost at the Census
Bureau's American FactFinder website:
http://factfinder.census.gov/home/saff/main.html?_lang=en.

It may be possible for researchers to access the full ACS survey data set, but
obtaining permission for this is difficult. Interested researchers can send an
application to the Center of Economic Studies. If approved, researchers will need
to work with the data at a Census Bureau data site, or at research centers located
in various cities.

For general information about the scope and content of the American Community
Survey, call 1 (888) 456-7215 or email cmo.acs@census.gov.

Additional information can be found online at:
http://www.census.gov/acs/www/index.html
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Sponsor:
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Analysis:
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AI/AN/NA
Population in
Data Set:

American Housing Survey (2003)

U.S. Department of Housing and Urban Development (HUD)

The American Housing Survey (AHS) collects data on the Nation's housing,
including apartments, single-family homes, mobile homes, vacant housing units,
household characteristics, income, housing and neighborhood quality, housing
costs, equipment and fuels, size of housing unit, and recent movers. The AHS is
conducted by field representatives who obtain information from occupants of
homes or from informed people such as landlords, rental agents, or
knowledgeable neighbors about vacant homes. Interviewing occurs from May 30
through September 8 and is conducted every other year. The 2003 national survey
is a sample of about 61,050 designated housing units.

Housing Quality, Type of Housing, Housing Ownership, and Rental Unit Quality
and Cost.

Survey

Household. A household consists of all people who occupy a particular housing
unit as their usual residence, or who live there at the time of the interview and
have no usual residence elsewhere. The usual residence is the place where the
person lives and sleeps most of the time. This place is not necessarily the same as
a legal residence, voting residence, or domicile. Households include not only
occupants related to the householder but also any lodgers, roomers, boarders,
partners, wards, foster children, and resident employees who share the living
quarters of the householder. It includes people temporarily away for reasons such
as visiting, traveling in connection with their jobs, attending school, in general
hospitals, and in other temporary relocations. By definition, the count of
households is the same as the count of occupied housing units.

Race is self-reported. Interviewees were asked to respond to the question on race
by indicating one or more of six race categories. The six race categories included:

o White

¢ Black or African American

o American Indian or Alaska Native (AlI/AN)

e Asian

¢ Native Hawaiian or other Pacific Islander (NH/PI)

¢ Some Other Race (this category is not read or displayed to the respondent)

The total number of completed surveys for the AHS 2003 was 71,170. Responses
to the race item were recoded into the multiple race categories. The following
categories reflect the unweighted counts for the AI/AN/NA respondents in the
2003 AHS:
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American Housing Survey (2003)
(continued)

Al/AN Only: 300
NH/P1 Only: 139
White/Al/AN: 291
White/NH/PI: 11
Black/Al/AN: 49
Black/NH/PI: 2
Al/AN/Asian: 3
Asian/NH/PI: 10
White/Black/AlI/AN: 27
White/Asian/NH/PI: 5
White/Al/AN/Asian: 1

The geographic scope of the AHS is national. Geographic analysis is possible by
county.

From 1973 to 1981, the AHS collected national data every year and was called
the Annual Housing Survey. Since 1981, the AHS has been conducted biannually
in odd-numbered years.

In-person interviews and telephone interviews are conducted by field
interviewers.

Optional, without incentives
For 2003, the unweighted overall response rate was 91 percent.

The sample for AHS is spread over 394 primary sampling units (PSUs), counties
or groups of counties or independent cities. These PSUs include 878 counties and
independent cities with coverage in all 50 states and the District of Columbia. If
there were over 100,000 housing units in a PSU at the time of selection, the PSU
is known as a self-representing PSU because it was removed from the probability
sampling operation and was in the sample with certainty. There are 170 self-
representing PSUs. The Census Bureau grouped the remaining PSUs and selected
one PSU per group, proportional to the number of housing units in the PSU, to
represent all PSUs in the group. These selected PSUs are referred to as nonself-
representing PSUs. After this, a sample of housing units was chosen within the
selected PSUs.

Title 12, Sections 1701Z-1 and 1701Z-2g of the U.S. Code authorize the
Secretary of HUD to collect data from public and private agencies and protect the
confidentiality of the data. Title 12, Section 1701Z-10 mandates the collection of
the data for the AHS.

Data are collected on key policy issues, including issues related to housing. There
are multiple years of data available.

No major limitations were identified.
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American Housing Survey (2003)
(continued)

Data are available to public at no cost.

The American Housing Survey Branch can be contacted by email at
ahsn@census.gov or by phone at (301) 763-3235.

Tables, reports and the actual data can be downloaded from
http://www.census.gov/hhes/www/housing/ahs/nationaldata.html.
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American Housing Survey: Metropolitan Surveys

U.S. Department of Housing and Urban Development (HUD)

The Metropolitan Area Surveys portion of the American Housing Survey (AHS
Metro Survey) collects data on housing, including apartments, single-family
homes, mobile homes, vacant housing units, household characteristics, income,
housing and neighborhood quality, housing costs, equipment and fuels, size of
housing unit, and recent movers in a selection of metropolitan areas across the
country. Data are gathered for about 14 metropolitan areas in even-numbered
years until a total of 47 metropolitan areas have been covered. That is,
householders in selected areas are interviewed every 6 years until all 47
metropolitan areas have been surveyed. The cycle begins again 6 years later.
Since 1984, each metropolitan area has been represented by a sample of at least
3,200 designated housing units. The units are divided between the central city and
the rest of the metropolitan area.

Housing Quality, Type of Housing, and Housing Ownership.

Survey
Individuals, Households, and Metropolitan areas.

A household consists of all people who occupy a particular housing unit as their
usual residence, or who live there at the time of the interview and have no usual
residence elsewhere. The usual residence is the place where the person lives and
sleeps most of the time. This place is not necessarily the same as a legal
residence, voting residence, or domicile. Households include not only occupants
related to the householder but also any lodgers, roomers, boarders, partners,
wards, foster children, and resident employees who share the living quarters of
the householder. It includes people temporarily away for reasons such as visiting,
traveling in connection with their jobs, attending school, in general hospitals, and
in other temporary locations. By definition, the count of households is the same as
the count of occupied housing units.

Race is self-reported. Participants were asked to respond to the question on race
by indicating one or more of six race categories. The Six race categories were:

e White

o Black or African American

e American Indian or Alaska Native (Al/AN)

e Asian

¢ Native Hawaiian or other Pacific Islander (NH/PI)

¢ Some Other Race (this category is not read or displayed to the respondent)
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American Housing Survey: Metropolitan Surveys
(continued)

The following categories reflect the unweighted counts for the recoded
AI/AN/NA relevant response categories in the 2004 AHS Metro Survey:

TOTAL: 62,005
Al/AN: 350

NH/PI: 122
White/Al/AN: 555
White/NH/PI: 27
Black/Al/AN: 74
Black/NH/PI: 6
Al/AN/Asian: 1
Asian/NH/PI: 11
White/Black/Al, AN: 40
White/Al/AN/Asian: 1
White/Asian/NH/PI: 1
White/Al/AN/Asian: 5

The geographic scope of the AHS Metro Survey is national. Geographic analysis
is possible by Metropolitan Statistical Area (MSA) in the following groupings or
in a combined data set:

The 2004 AHS Metro Survey covered 13 metropolitan areas: Atlanta, Cleveland,
Denver, Hartford, Indianapolis, Memphis, New Orleans, Oklahoma,
Pittsburgh, St. Louis, Sacramento, San Antonio, Seattle-Everett.

The 2002 AHS Metro Survey covered 13 metropolitan areas: Anaheim-Santa
Ana, Buffalo, Charlotte, Columbus, Dallas, Fort Worth-Arlington, Kansas City,
Miami-Ft. Lauderdale, Milwaukee, Phoenix, Portland, Riverside-San Bernardino-
Ontario, San Diego.

The 1998 AHS Metro Survey covered 15 metropolitan areas: Baltimore,
Birmingham, Boston, Cincinnati, Houston, Minneapolis, Norfolk/Newport News,
Oakland, Providence, Rochester, Salt Lake City, San Francisco, San Jose, Tampa,
Washington, DC.

The AHS Metro Survey was conducted annually between 1974 and 1996, and has
been conducted biannually since 1998 with the exception of 2000 (a census year).

No specific guidance regarding aggregation of the data exists in the extensive
documentation on the AHS Metro Survey. The numbers of AI/AN/NA
represented in each survey are sufficiently large to permit analyses for the specific
metropolitan areas sampled in that year’s data collection effort, so aggregation to
compensate for small Ns is not necessary. If, however, the analyst wished to
aggregate across data collection years to expand the number of MSAs in the data
set, it would be advisable to use the AHS National data set (also, included in this
catalog) rather than the Metro data set.
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American Housing Survey: Metropolitan Surveys
(continued)

In-person interviews and telephone interviews are conducted by field
interviewers.

Optional, without incentives
For 2004, the overall weighted response rate was 91 percent.

To draw the AHS Metro Survey sample, the Census Bureau initially grouped the
housing units enumerated in the 1990 Census of Population and Housing into
census blocks and assigned these blocks to either the unit/group quarters frame or
the area frame. Blocks located in an area that issued permits for new construction
were assigned to the unit/group quarters frame. All other blocks were assigned to
the area frame.

The unit/group quarters frame was then split into the unit frame and the group
quarters frame by removing all group quarters and placing them in a separate
frame. All housing units that were built after the 1990 census in areas where
construction of new homes was monitored by building permits were placed into a
separate frame, called the permit frame.

Sampling operations for all frames were performed separately within a designated
group of counties in each state. Prior to the AHS Metro Survey sample selection,
records selected by other Census Bureau surveys were removed from each of the
frames to avoid having the same housing unit in sample for more than one survey.
The Census Bureau selected the AHS Metro Survey sample from the remaining
records.

The U.S. Census Bureau conducts the American Housing Survey (AHS) to obtain
up-to-date housing statistics for the Department of Housing and Urban
Development (HUD). Title 12, Sections 1701Z-1 and 1701Z-2g of the U.S. Code
authorize the Secretary of HUD to collect data from public and private agencies
and protect the confidentiality of the data. Title 12, Section 1701Z-10 mandates
the collection of the data for the AHS. This mandate covers the collection of data
for the 2004 AHS Metro Survey.

Data are collected on key policy issues, including housing. There are multiple
years of data available. There are a large number of AI/ANs in the sample.

Each data collection round of the AHS Metro Survey is limited to a relatively
small number of metropolitan areas across the nation.

Data are available to the public at no cost.
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Information:

American Housing Survey: Metropolitan Surveys
(continued)

The American Housing Survey Branch can be contacted by email at
ahsn@census.gov or by phone at (301) 763-3235.

Older AHS Metro Survey data sets can be requested via HUDUSER (see
http://www.huduser.org/datasets/ahs/ahsprev.html for list of specific datasets
available).

Tables, reports and the actual data for 1998, 2002, and 2004 can be downloaded
from: http://www.census.gov/hhes/www/housing/ahs/nationaldata.html.
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Data Collection
Methodology:

Participation:

Annual Survey of Jails (ASJ)

U.S. Department of Justice (DoJ)/Bureau of Justice Statistics (BJS)

The Annual Survey of Jails (ASJ) provides an annual source of data on local jails
and jail inmates. Data on the size of the jail population and selected inmate
characteristics are obtained every five to six years from the Census of Jails (also
profiled in this catalog). In each of the years between the full censuses, a sample
survey of jails, the ASJ, is conducted to estimate baseline characteristics of the
nation's jails and inmates housed in these jails. Data are supplied on inmate
characteristics, admissions and releases, growth in the number of jail facilities,
changes in their capacities and level of occupancy, growth in the population
supervised in the community, changes in methods of community supervision, and
crowding issues in local jails.

Rates of Involvement with Justice System.

Survey

Jails

On June 28, 2002, how many persons CONFINED in your jail facilities were:

¢ White, not of Hispanic origin

o Black or African American, not of Hispanic origin

o American Indian/Alaska Native (Al/AN)

e Asian

o Hispanic or Latino

¢ Native Hawaiian or other Pacific Islander (NH/PI)

o Other categories in your information system (Specify)

The nationally-representative sample included all public and private jails in
selected jail jurisdictions and 50 regional jails. Each of these facilities reports on
the number of AI/AN and NH/PI confined in their facility at midyear.

The geographic scope of the data is national. All 50 states and the District of
Columbia are included. Analysis may be possible by state, county, and city
depending on sample size within each subgroup.

The survey has been conducted annually since 1982, except every 5th year when
the National Jail Census is conducted.

Data are collected primarily by mail with a web-based reporting option and
telephone follow-up for nonrespondents.

Optional, without incentives
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Annual Survey of Jails (ASJ)
(continued)

After follow-up phone calls, 100 percent of the jails provided data on key
variables such as number of confined persons, number of male and female
inmates by adult and juvenile, number of inmates by race and Hispanic origin,
average daily population (ADP), and total rated capacity of jails. Data were not
imputed for any items.

Using information from the 1999 Census of Jails, a sample of jail jurisdictions
was selected for the 2002 survey. The sample included all jail facilities (948) in
878 jurisdictions. Large jails and regional jails were in the sample with certainty.
The remaining jurisdictions were stratified into two groups: jurisdictions with at
least one juvenile inmate and jurisdictions holding adults only. Using stratified
probability sampling, 474 jurisdictions were then selected from 10 strata based on
the average daily population in the 1999 census. The sample selection was
designed to precisely estimate the average daily population and one-day inmate
population (i.e., highest population in the preceding month) for the entire nation.

Standard errors are included in the documentation for some estimates but not for
AIl/AN or NH/PI estimates. These are included in an “other” category.

Data are collected on a key policy issue, involvement with the justice system.
There are multiple years of data available. The 2002 Annual Survey of Jails had a
very high response rate (100 percent of jails provided data on critical items). The
documentation is very detailed and readily accessible through the Internet.

This is a facility-level rather than an individual-level data set. Counts of AI/AN or
NH/PI persons being confined are available for the facilities, by state, and
nationally. This information cannot be associated with individual characteristics
for additional analysis.

Researchers also may be interested in the Annual Survey of Jails in Indian
Country (also described in this catalog).

Data set is available to the public at no cost.

2002 data and documentation can be downloaded at:
http://webapp.icpsr.umich.edu/cocoon/NACJID-STUDY/04428.xml.

Data archive information:

National Archive of Criminal Justice Data
ICPSR

University of Michigan

Institute for Social Research

P.O. Box 1248

Ann Arbor, Ml 48106-1248
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Annual Survey of Jails (ASJ)
(continued)

(800) 999-0960

(313) 763-5011

nacjd@icpsr.umich.edu
http://webapp.icpsr.umich.edu/cocoon/NACJD-SERIES/00007.xml

Questions for the Bureau of Justice Statistics should be addressed to:
James Stephan

Statistician

Bureau of Justice Statistics

810 Seventh Street, NW

Washington, DC 20531

USA

(202) 616-3289

James.Stephan@usdoj.gov or

askbjs@usdoj.gov
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Behavioral Risk Factor Surveillance System (BRFSS)

Sponsor: U.S. Department of Health and Human Services (DHHS)/Centers for Disease
Control and Prevention (CDC)

Description: The objective of the Behavioral Risk Factor Surveillance System (BRFSS) is to
collect uniform, state-specific data on preventive health practices and risk
behaviors that are linked to chronic diseases, injuries, and preventable infectious
diseases in the adult population. Factors assessed by the BRFSS include tobacco
use, health care coverage, HIV/AIDS knowledge and prevention, and physical
activity.

Relevant Policy  Measurement of Health Status.
Issues:

Data Type(s): Survey

Unit of Individual
Analysis:
Identification Question: Which one or more of the following would you say is your race?
of AI/AN/NA:
o White
¢ Black/African American
e Asian

o Native Hawaiian/Pacific Islander (NH/PI)
e American Indian or Alaska Native (Al/AN)
e Other

If more than one response is given, the following question is asked for
clarification: Which of these groups best represent your race?

e White

¢ Black/African American

e Asian

¢ Native Hawaiian/Pacific Islander (NH/PI)
e American Indian or Alaska Native (Al/AN)
e Other

Al/AN/NA In 2005, out of 356,112 total records, 6,904 respondents reported AI/AN as the
Population in race that best described them and 1,503 reported NH/PI as the race that best
Data Set: described them.

Geographic The geographic scope of the study is national. Over time, the number of states

Scope: participating in the survey has increased, so that by 1994, 50 states, the District of
Columbia, Puerto Rico, Guam, and the Virgin Islands were participating in the
BRFSS.
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Date or
Frequency:

Data Collection
Methodology:

Participation:

Response Rate:

Sampling

Methodology:

Analysis:

Strengths:

Behavioral Risk Factor Surveillance System (BRFSS)
(continued)

The following geographic indicators are available on the public use file for
analysis: state, county, zip code, indicator of residence within or outside a
metropolitan statistical area.

Data collection has been conducted yearly since 1984.

BRFSS field operations are managed by state health departments, which follow
guidelines provided by the CDC. These health departments participate in
developing the survey instrument and conduct the interviews either in-house or
through use of contractors. The data are transmitted to the CDC's National Center
for Chronic Disease Prevention and Health Promotion's Behavioral Surveillance
Branch for editing, processing, weighting, and analysis.

In 2005, all 53 states and territories used computer-assisted telephone
interviewing (CATI). The core portion of the questionnaire lasts an average of 10
minutes. Interview time for modules and state-added questions is dependent upon
the number of questions asked, but generally extend the interview period by an
additional 5 to 10 minutes.

Optional, without incentives

Across the 53 states and territories, the median overall response rate in 2004 was
41.2 percent (minimum was 22.0 percent and maximum was 63.4 percent). The
overall response rate assumes that all likely households are households and that
98 percent of known or probable households contain an adult who uses the phone
number.

In a telephone survey such as the BRFSS, a sample record is one telephone
number in the list of all telephone numbers selected for dialing. In order to meet
the BRFSS standard for participating states’ sample designs, sample records must
be justifiable as a probability sample of all households with telephones in the
state. All participating areas met this criterion in 2004. Fifty—one projects used a
disproportionate stratified sample design. Puerto Rico, Guam and the Virgin
Islands used a simple random sample design.

Overall approximately 95 percent of U.S. households have telephones, but
coverage ranges from 87 to 98 percent across states and also varies for subgroups.
People living in the South, minorities, and those in lower socioeconomic groups
typically have lower telephone coverage. No direct method of compensating for
non-telephone coverage is employed by the BRFSS; however, weighting
adjustments for differences in probability of selection and non-response may
compensate to some degree for non-telephone coverage.

Data are collected on a key policy issue, health. Multiple years of data are
available. Large sample sizes are available for AlI/ANs and NH/PIs.
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Limitations:

Other:

Access
Requirements
and Use
Restrictions:

Contact
Information:

Behavioral Risk Factor Surveillance System (BRFSS)
(continued)

Many states included in the study have significant AlI/AN/NA populations that
may not be reached through phone interviews because they do not have
telephones.

An edited and weighted data file is provided to each participating health
department for each year of data collection, and summary reports of state-specific
data are prepared by CDC. Health departments use the data for a variety of
purposes, including identifying demographic variations in health related
behaviors, targeting services, addressing emergent and critical health issues,
proposing legislation for health initiatives, and measuring progress toward state
and national health objectives.

Data are available to public at no cost.

Suzianne Ellington Garner, MPA

Deputy Chief, Behavioral Surveillance Branch
Division of Adult and Community Health
CDC

4770 Buford Hwy, MS K-66

Atlanta, GA 30341

(770) 488-6005

suzianne.garner@cdc.hhs.gov

Data can be accessed at http://www.cdc.gov/brfss.
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Consumer Assessment of Healthcare Providers and Systems (CAHPS)

Sponsor:

Description:

Relevant Policy
Issues:

Data Type(s):

Unit of
Analysis:

Identification
of AI/AN/NA:

Health Plan Survey Response Data

U.S. Department of Health and Human Services (DHHS)/Agency for Healthcare
Research and Quality (AHRQ)

The Consumer Assessment of Healthcare Providers and Systems (CAHPS)
program develops and supports the use of a family of standardized surveys that
ask consumers and patients to report on and evaluate their experiences with health
care. CAHPS surveys include ratings of personal doctors and other health care
staff, as well as an overall rating of the health plan and ask patients and
consumers to report on their experiences with health care services. CAHPS
sponsors include various public and private organizations that fund the
administration of a CAHPS survey by collecting data from consumers and
patients of a particular health plan.

There are two data sets available to researchers. The core database consists of
responses to the CAHPS Health Plan Survey. Participating sponsors submit these
data at the individual respondent level in accordance with specifications provided
by the CAHPS Database. All health plan identifiers are removed from the public
use database. Respondent records contain a unique health plan ID so responses
from each health plan can be grouped together, but health plans can not be
identified. The data also do not include respondent names, addresses, telephone
numbers, and member 1D numbers. Certain survey administration data (e.g.,
mode of administration, survey language) and descriptive information (e.g., state)
may also be included in this data set. The second database is the Survey
Administration and Health Plan Characteristics Data. This data set includes
information regarding survey administration, such as mode of administration,
response rates, and dates of survey completion, as well as descripti