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EXECUTIVE SUMMARY

Introduction

This report explores a significant emerging issue in American Indian/Alaska Native communities—how
tribal communities collect and make use of data and how the collection and use of data has affected the
well-being of their children and youth. Although previous research has documented the tremendous
needs of American Indian/Alaska Native communities, it is essential to continue searching for specific
factors that contribute to the various needs and lack of resources. This report aims to inform the national
dialogue on how the lack of current and reliable data on American Indian/Alaska Native children and
youth continues to threaten their well-being. It is a first step in understanding and describing tribal data
collection and use and analyzing and documenting the impact that inadequate data has on each
community and American Indian/Alaska Native cultures as a whole. The goal of this research project
was to explore and analyze the impact of the inadequate collection and use of data on American
Indian/Alaska Native children. The two objectives under this goal were 1) to identify and study five case
situations in which the lack of data negatively impacts American Indian/Alaska Native children, child
services policy, or funding and 2) to prepare and disseminate a report on documenting the negative
impact of inadequate collection and use of data.

The final report is presented in nine chapters with supporting appendices. Chapter one is dedicated to
promising practices and emerging capacities in the use of tribal data to positively influence public policy
and funding and provides a roadmap for tribes seeking to collect and use reliable data. Chapter two is
devoted to introducing the study and its methodology. Chapters three through seven present the
individual studies. Following the case studies, chapter eight provides a narrative summary of the
findings. Chapter nine includes conclusions and recommendations. Appendix A includes the
instrument used to conduct the case study interviews and Appendix B contains a cross-site matrix of
findings.

Research and Data Issues

The report begins with an academic perspective and review of the current literature regarding American
Indian/Alaska Native research and data issues. This section of the report emphasizes the many barriers
and challenges to the collection and reporting of data on this population. Challenges discussed include
difficulties in identifying American Indians/Alaska Natives; data inaccuracy due to racial
misclassification, small population size, and methodological issues; limited findings of secondary data;
and little or no sharing of primary data with tribal communities. This chapter also provides a historical
overview, background information, and suggested uses of the Community-Based Participatory Research
(CBPR) model, a promising research model that effectively demonstrates how partnering with American
Indian/Alaska Native communities can result in high-quality research.
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Methodology

Using qualitative research methods and a case study design, the research examined five diverse tribal
communities where data collection and use was an emerging and important issue. These communities
were Feather River Behavioral Health Services; the Portland, Oregon, urban American Indian/Alaska
Native community; Passamaquoddy Tribe, Indian Township; St. Regis Mohawk Nation; and the Poarch
Band of Creek Indians. The analysis of in-depth interviews and document contents resulted in finding
similar themes, values, issues, challenges, and efforts in regard to data collection and use across the
sites.

Summary and Conclusions

The five sites reported placing high value on accurate and reliable data that serve the needs of
American Indians/Alaska Natives, respect confidentiality, and are an expression of the program or tribe.
Although there is a substantial interest, enthusiasm, and dedication of time and resources related to
data, common issues experienced by these five tribes include inaccurate and unreliable data, data
produced to satisfy grant requirements for funding agencies that is rarely returned to the community,
and many other negative experiences with data in the past. The tribal communities studied in this report
have begun to set a standard that the collection and use of data is imperative. However, comprehensive
policies around data, coordinated data systems, and integrated training approaches have not yet been
developed. This presents many challenges for American Indian/Alaska Native communities because
their motivation and need to use data is far greater than the financial, educational and organizational
resources they have access to. Sites that have invested considerable effort in the collection, control, and
use of their own data have seen successful results and better relationships with other key stakeholders.
A lack of services and limited resources in these tribal communities are linked to the deficiency of
information about the needs of tribal children.

Recommendations

In telling the story of five tribal communities, the report provides recommendations aimed at key
stakeholders, government agencies, the foundation community, and tribal and urban communities to
bring about needed change. These recommendations include the following: to support the development
of strategies to deal with the smooth flow of accurate data regarding American Indian/Alaska Native
populations; to improve the quality, accuracy, and reliability of American Indian/Alaska Native service
population data by non-Indian jurisdictions and agencies; and to encourage support by foundation and
government agencies for enhancing the capacity of tribal and urban American Indian/Alaska Native
communities to collect and use data.
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CHAPTER 1: AMERICAN INDIAN/ALASKA NATIVE RESEARCH
AND DATA ISSUES

Introduction

Locating current, reliable, and useful data on the American Indian/Alaska Native' population is a
challenge. This is not due to a lack of research; numerous studies have been conducted with this
population, but for a variety of reasons, the findings of these various studies generally have either not
been beneficial or have not been reported for the American Indian/Alaska Native populace. Instead,
non-Native researchers have enhanced their professional careers and reputations and have even
financially profited from the study of American Indian/Alaska Native knowledge, traditions, and cultures.
Further, data are routinely collected on American Indians/Alaska Natives by state and federal
governmental entities, but the fact remains that little of these useful sorts of data are released to the
general public or to American Indian/Alaska Native individuals, tribes, communities, and agencies. This
chapter discusses this issue, details why this is the case, and provides examples from a variety of
agencies and disciplines that illustrate the scope of the problem. Additionally, in order to not only focus
on the scope of the problem but to also address and encourage resource capacity building of American
Indians and Alaska Natives, resources, such as various data acquisition tools provided for government
agencies, are presented.

Next, an historical overview provides the reader with the context for past problematic research agendas
and information on why American Indians/Alaska Natives are no longer willing to be passive research
subjects. In view of this shift, a promising research model, the Community-Based Participatory Research
(CBPR) model is discussed. This model effectively demonstrates how partnering with American
Indian/Alaska Native communities can result in high-quality research. Including examples from studies
that specifically involve American Indians/Alaska Natives, this discussion also provides an overview of
the CBPR model’s strengths and challenges. Finally, the chapter concludes with recommendations on
appropriate research protocols and cites additional research practice resources for future researchers
of American Indians/Alaska Natives.

Data Issues

Data collection efforts are enormous, continuous, complex, and challenging to understand. Whenever
any type of service is rendered, any kind of form is filled out, a test is taken, or surveys are completed,

' This report uses the term “American Indian/Alaska Native” to refer to the 334 federally-recognized American Indian
tribes and associated tribal members in the contiguous 48 states, as well as the 229 federally-recognized tribal
governments and associated tribal members in Alaska. The author prefers this specific term because much federal
legislation and policy uses this term. The popular alternative, “Native American,” can be confusing, as it often
includes Native Hawaiians and Pacific Islanders, who are legally and politically distinct from American
Indians/Alaska Natives and tribal governments.
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data that can be analyzed are being collected. Basic background information, such as age, gender,
educational attainment, occupation, income, and race/ethnicity, is information that is typically collected
on service request forms. Collection of this type of information allows data reporting on many different
characteristics and also allows for data reporting and analysis at the national, state, and county levels in
standard benchmark reports.

American Indians/Alaska Natives give birth, fill out school forms, take tests, get sick, and go to the
doctor and/or hospital, marry, have jobs, encounter spells of unemployment, go through divorce, and
experience the passing of loved ones just like other members of society, yet unlike the rest of society,
American Indians/Alaska Natives rarely have these types of useful data reported for them. We are part of
the population, yet for reasons that will be described later in this section, little is known about us
(Sanderfur, Rindfuss, & Cohen, 1996). American Indian/Alaska Native responses to data issues are as
varied as the numerous tribes they represent. Progressively, more and more tribes value research and
desire useful data for their defined needs. Other tribes may simultaneously express disgust for all issues
associated with data and an acute awareness of the need for data. Whatever the response, tribes and
agencies that serve American Indian/Alaska Native populations increasingly have empirically-based
data and research needs that are mostly unmet:

Since the Native people of this hemisphere came into contact with Europeans,
we have been the subjects of intense scrutiny. Sometimes this scrutiny is for
financial gain, sometimes it is for the sake of knowledge, and at other times it is
for the sake of dominance. In response to this misuse and abuse, tribal people
recently have begun to appropriate the research process for ourselves. Today
more and more Native people are conducting research and scholarship in our
communities and in the institutions with which we work, including the tribal
colleges. (Crazy Bull, 1997a, p. 1)

Anecdotes about tribal life are not sufficient when reporting to government agencies (Spaulding, 2000),
yet, informative data on American Indians/Alaska Natives are seldomly produced and released to the
general public and the American Indian/Alaska Native community. It should also be pointed out that the
data needs of tribes, American Indian/Alaska Native individuals, and agencies vary widely. Hence,
although some data on American Indians/Alaska Natives are prepared and released to the public; data
needs are quite specific, and there is little likelihood of accessing existing prepared results. For
example, American Indian/Alaska Native teen (ages 15-19) birth rates are generally available for some
states. However, if a researcher is interested in American Indian/Alaska Native teen birth rates for teens
who are 15-17 years old, it is less likely that these more specific type of results are available in a
prepared form. The next section briefly overviews definitions of “American Indian/Alaska Native” before
discussing some of the challenges associated with data collection and analysis efforts in Indian Country.
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Data Collection and Analysis: Barriers and Issues in Indian Country
Defining Who is American Indian/Alaska Native

There is no simple answer to the question of who is an American Indian/Alaska Native (Utter, 2001), and
yet this question has important data implications®. There are two primary ways of identifying American
Indians/Alaska Natives for data purposes. The first method of identification is through tribal-enrolled
membership in either federally recognized or state recognized tribes, villages, or corporations.
Membership requirements differ from tribe to tribe, but there are two dominant patterns: some minimum
tribal blood quantum (usually one quarter blood quantum) and proving descent from a previous tribal
roll. Tribes determine their own membership requirements and typically maintain membership records.
The Bureau of Indian Affairs (BIA) issues Certificates of Indian Blood to individuals enrolled in federally
recoghnized tribes (Thornton, 1996).

The second method of identifying American Indians/Alaska Natives for data purposes is through self-
identification, which allows an individual to indicate his/her racial/ethnic heritage on surveys, censuses,
forms, etc. Most, but not all data collection efforts, capture an individual's self-identified race/ethnicity,
but very few data collection efforts compile an American Indian/Alaska Native's tribal enrollment status
unless tribal affiliation is germane to the particular study. So, even if a tribe would like tribal-specific
information, the common practice of excluding tribal status prohibits data analysis at the tribal level. This
limitation could be addressed with small changes in forms and surveys, though changing well-
established database programs would be a more challenging obstacle to overcome.

For example, the state of New Mexico produces a biennial report on various health statistics for the three
largest tribal groups in New Mexico: Apaches, Navajos, and Pueblos (New Mexico Tribal Report: New
Mexico Tribe-Specific Vital Statistics, 2002). Much of the health report consists of an analysis of
secondary data from birth forms. Although New Mexico does have a substantial American Indian/Alaska
Native population, many other states have larger American Indian/Alaska Native populations and should
be able to produce similar reports with small changes on their birth forms. In doing so, however, data
users must be vigilant in maintaining the confidentiality and privacy of all individuals in any reports that
are prepared.

Another example is the U.S. Census Bureau, whose decennial census collects data on self-identified
tribal affiliation and American Indian/Alaska Native reservation, village, and corporation geographic
areas. However, the recent changes in the race/ethnicity question, which allow individuals to identify with
more than one race/ethnic category, prohibit direct comparisons between previous decennial census
data and the 2000 census data that allowed identification with only one race/ethnic category. Census
data for 2000 are available for analysis by race, area, and for 39 tribal groupings (see

? For more discussion on this topic, see Goodluck & Willeto, 2000.
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http://factfinder.census.gov/home/aian/aian_aff_sf2.html for more information), yet readers should be
aware that Lobo (2002) cites reasons to be cautious when using decennial census data on urban
American Indians/Alaska Natives. These reasons will be detailed later in this chapter’s subsection on
U.S. Census Bureau data.

Data Inaccuracy Problems and Challenges

Racial Misclassification

Even when reports or studies are published with American Indian/Alaska Native data, readers are
usually cautioned about reliability issues for data on this specific population. For instance, American
Indian/Alaska Native birthweight rates may be impacted by under-registration of very low birthweight
rates (Heck, Schoendorf, & Parker, 1999). There are also known racial misclassification problems with
the birth and death records of American Indians/Alaska Natives; specifically, more than one-third of
infants classified as “American Indian” at their births were categorized as belonging to other races on
their death certificates (Hahn, Mulinare, & Teutsch, 1992). Further, data from the National Center for
Health Statistics (NCHS) have systematic inconsistencies in the racial and ethnic coding for U.S. infants
(Sorlie, Rogot, & Johnson, 1992). Frost, Tollestrup, Ross, Sabotta, and Kimball (1994) found that “only
87% of IHS-registered persons with AI/AN ancestry were correctly identified as AlI/AN on the Washington
State death certificate” (p. 293). For American Indians/Alaska Natives residing in the states of California
and Oklahoma, the rates of American Indian/Alaska Native infant mortality increased when adjusted for
racial misclassification (Epstein, Moreno, & Bacchetti, 1997; Kennedy & Deapen, 1991).

Small Population Size and Methodological Issues

There are many challenges associated with the comparatively small population size of American
Indians/Alaska Natives. This section includes examples from a variety of disciplines and fields to
demonstrate how American Indian/Alaska Native data are routinely neglected in research studies or how
researchers fail to report useful data on this population.

A popular method for data collection is the use of surveys. Well-designed surveys can elicit important
information for substantially lower costs than other research methods because at the most macro level,
surveys, in general, randomly sample a certain number or percentage of the entire population rather
than the entire population. Because the American Indian/Alaska Native population is so small compared
to the general U.S. population (Sandefur et al., 1996), random samples will generate very small numbers
of American Indians/Alaska Natives, and often, these numbers are too small to produce dependable
samples that allow generalization (Astin, 1982). In cases where the number of American Indians/Alaska
Natives in the sample is small, it is typical for researchers to then place them in the “other” category
alongside other non-Euro-American racial or ethnic groups (Fries, 1987). This renders American
Indian/Alaska Native specific data invisible, although American Indians/Alaska Natives are technically
part of the findings of the study. For many American Indian/Alaska Native individuals who take part in
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such studies, this common practice is far from acceptable. For example, when the author was in
graduate school, many statistics courses used the General Social Survey (GSS) data for course
assignments. While the GSS has a large random sample that surveys many elements of social life, the
sample size of American Indians/Alaska Natives was too small to allow data and statistical analysis on
this racial/ethnic group. The small numbers issue could be addressed by over-sampling the American
Indian/Alaska Native population, thus enabling sophisticated statistical analysis. Unfortunately, as many
researchers point out, there are prohibitively high costs associated with this procedure (Owings & Peng,
1999):

The large national data-sets that are used to examine blacks, whites, and
Latinos, such as the national Longitudinal Surveys and the Panel Study of
Income Dynamics do not sample consciously among the American Indian
population. Consequently, the public knows less about American Indians than
about many other groups in our society. (Sanderfur et al., 1996, p. 12)

For example, in a large-scale, longitudinal study on child welfare, researchers intentionally did not
sample individuals living within American Indian/Alaska Native reservation boundaries because
including them would generate very few respondents and would swell data collection expenditures
(Barth, 2000). Only American Indians/Alaska Natives living outside of reservation boundaries were
included in the sampling frame. Because of the limited sampling frame, findings from the longitudinal
study on child welfare cannot be generalized to the entire American Indian/Alaska Native population,
particularly those American Indians/Alaska Natives residing on their reservations because they were not
included in the sampling frame.

Sometimes it is the targeted population that objects to the research methodology and fails to respond.
For example, some studies utilizing survey questionnaires have not been successful in obtaining
American Indian/Alaska Native responses (Church et al., 1990, as cited in Quigley, Handy, Goble,
Sanchez, & George, 2000). Other times, researchers intentionally leave out diverse populations. In the
past, epidemiological studies have often neglected to include American Indians/Alaska Natives in a
study because the American Indian/Alaska Native population is not considered a homogeneous group.
These studies restricted the sampling frame to homogeneous groups in order to lessen variation in
factors not vital to the research question. It is clear that “these inherent biases in environmental health
research methods magnify the historical neglect of concern for Native communities” (Quigley et al.,
2000, p. 309). Chief among researchers’ concerns is that the statistical power of the models being
tested could be weakened by including diverse ethnic populations in the sample (Brown, 1994, as cited
in Quigley et al., 2000). Furthermore, the practice of “color-blind” research “has resulted in data through
which American Indians can not be identified, nor their needs isolated from those of the majority” (Davis,
Erickson, Johnson, Marshall, Running Wolf, & Santiago, 2002, p. 1). The next section of this chapter
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discusses examples of large government agencies that regularly collect data on American
Indians/Alaska Natives.

Existing Secondary Data: Limited Research Findings Are Available on American
Indians/Alaska Natives

Large Governmental Agencies and Time Intervals

Very large government organizations such as Indian Health Services (IHS), the U.S. Census Bureau, and
the National Center for Health Statistics (NCHS) routinely gather useful data on the American
Indian/Alaska Native population. These types of organizations have the largest numbers of American
Indians/Alaska Natives in their data, thus increasing the likelihood of potential data analysis. However, it
often takes a long time between the collection of data and the eventual release of reports and findings,
and the timeframe of data release tends to be even longer for research on American Indians/Alaska
Natives. Furthermore, the reports eventually prepared by these government agencies produce very few
results for the American Indian/Alaska Native population or present findings in formats that have limited
usefulness for most American Indians/Alaska Natives.

National Center for Health Statistics and Indian Health Services Data

While Snipp (1996) credits IHS with substantially increasing the life expectancy of American
Indians/Alaska Natives, IHS's reporting mechanism is slow because it relies on NCHS for health data. In
turn, NCHS relies upon each state to submit its health data to NCHS. After IHS receives the health data,
they organize and release it by IHS regional areas. Meanwhile, a significant amount of time has elapsed.
The publications Regional Differences in Indian Health: 1998-1999 and Trends in Indian Health: 1998—
1999 (U.S. Department of Health and Human Services, 2001a, 2001b) are excellent examples of the time
delays experienced in publishing data. Although the reporting mechanism is slow, at least IHS does
release reports. Unfortunately, the American Indian/Alaska Native data in IHS reports are reported in the
IHS regional areas format, which is usually not very useful for American Indian/Alaska Native
communities or American Indian/Alaska Native child welfare advocates in state agencies. Further, as
noted in the previous section’s discussion on birth and death forms, there are challenges with NCHS
data.

U.S. Census Bureau Data

Lobo (2002) has cited reasons to be cautious when analyzing U.S. Census data for the urban American
Indian/Alaska Native population due to their associated undercounts. In an ethnographic research
project, Lobo (2002) found the following:

Census research results strongly point to the existence of undercounts of Indian
people living in urban areas. The mobility research in the San Francisco Bay
area showed that 14 of those who kept journals as part of the project were
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definitely enumerated, while 13 were not matched with census results. This
means that they may not have been enumerated and, indeed, to their
knowledge they were not. (p. 4)

Decennial census data does not include all American Indians/Alaska Natives residing in urban areas.
This is a significant issue since the majority of the American Indian/Alaska Native population resides in
urban areas. The American Indian/Alaska Native urban populations most likely to be overlooked in the
decennial census are those who frequent soup kitchens, group quarters, residential alcohol treatment
centers and women shelters; those who sleep in the streets, city parks, vehicles, short-term lodging
facilities, and in the homes of friends and acquaintances; and those who frequently travel out of town. In
short, the most mobile American Indians/Alaska Natives are the least likely to be counted in decennial
censuses (Lobo, 2002).

Bureau of Indian Affairs: Social Services Data

Tribes often send various types of data to the BIA, but few or no reports are forthcoming. In
conversations with American Indians/Alaska Natives over the years, many have questioned what the BIA
does with all of the data that tribes are required to send to them. Larry Blair, BIA Chief of the Division of
Social Services in Washington DC’s Office of Tribal Services (personal communication, June 12, 2000)
outlined the challenges of obtaining data from sovereign tribal nations, but it is unclear where these data
are located and why they are not analyzed and reported. Mr. Blair indicated that when partial data are
submitted to national BIA offices, those data are returned to the service area to be completed and
resubmitted. Thus, data are often in flux between local units, area offices, and the national headquarters.
(Goodluck & Willeto, 2000, p. 45). Hence, it often happens that BIA social services data are not analyzed
for American Indian/Alaska Native children, youth, and families.

Not all divisions of the BIA are lacking in reports. The Office of Tribal Services prepares the Indian Labor
Force Report (Bureau of Indian Affairs, 1999) that lists some employment data for tribally enrolled
members. The U.S. General Accounting Office (GAO) has issued reports on BIA schools. It is important
to note that “inadequate BIA data” are cited as problematic in one GAO report titled Bureau of Indian
Affairs Schools: Expenditures in Selected Schools Are Comparable to Similar Public Schools, but Data
Are Insufficient to Judge Adequacy of Funding and Formulas (Bureau of Indian Affairs [BIA], 2003a).
Furthermore, problems with “BIA data error” are cited in another GAO report titled Bureau of Indian
Affairs Schools: New Facilities Management Information System Promising, but Improved Data Accuracy
Needed (Bureau of Indian Affairs [BIA], 2003b).

Internal Reports
Often, reports may be generated for internal purposes but are most likely only distributed to appropriate
personnel within a particular organization and these types of reports rarely reach any of the American
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Indian/Alaska Native communities or organizations that may find the report’s information helpful. Also,
these types of reports are typically very specific in terms of the data that are generated. This was the
case when a colleague and | met with some tribal division employees regarding secure parental
employment data. The tribal employee was busily preparing economic data for a report that needed to
be submitted to a federal agency to maintain program funding. This information focused on rates of
unemployment for all tribal members rather than the percent of tribal parents who do not have full-time,
year-round employment information that we were interested in obtaining. In this case tribal and
unemployment data were collected, but family, parental, and level of employment data were not;
therefore, tribal-specific secure parental employment information could not be produced.

Primary Research and Data: Little to No Data Sharing

Another reason why research results often do not benefit the American Indian/Alaska Native community
is that when a study is completed, the researchers may only send a report or published article to the
tribal entity:

Amber (1997) states that much of the research conducted by nonaboriginals
has not been managed in a germane matter. As a result, aboriginal scholars
refer to them as “research poachers” (10), and use the tribe’s knowledge for
their own financial and professional gain (Crazy Bull 1997). Often, they exit the
community without imparting research benefits, may not offer the results to the
community, and/or may relay research findings in language inappropriate to
Native worldviews. (Struthers, 2001, p. 127)

When a study is concluded, it has typically been the case that the researchers rarely make the return
journey to present the findings to the tribal council or American Indian/Alaska Native organization or
agency that may have assisted the researchers during the original data collection. Further, the research
team seldom shares the raw data with the tribe. Providing access to the raw data would allow the tribe
to analyze it themselves for their own specific needs. Since the researchers typically defined the
research questions and design, how much of the data will meet the needs of the tribe is unclear. Also, if
the researchers give the tribe the data, it is often in a complicated computer program that is difficult to
access or discern. There are numerous software programs that researchers utilize, yet tribes typically
have limited staff resources, time, skills, and technology to learn how to access and run the software
programs that would enable data analysis. Hence, building research capacity and infrastructure is an
important issue in Indian Country.

Accessing American Indian/Alaska Native Data and Building Tribal Capacity

In today’s society, having factual information is imperative when defining program goals and conducting
needs assessments. Ironically, while American Indians/Alaska Natives have been researched
extensively in the past, rarely has any useful data been produced and released for this group. Thus, it is
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important to build tribes’ capacity to actively engage in the research process, including accessing
American Indian/Alaska Native data and producing reports that directly benefit their own communities
and people. To this end, an overview of some data systems and types of computer software is
discussed in this section. This overview is by no means a comprehensive list of all the data systems and
software in use in the numerous federal, state, and county agencies throughout Indian Country. The idea
is to encourage building research capacity for individuals who work in tribal communities and
organizations.

Data Acquisition Tools

When researching well-being indicator data for American Indian/Alaska Native children, youth, and
families at the national and state levels, the author learned of various data acquisition tools via
conference attendance and participation, phone calls, and e-mail correspondence with personnel at the
U.S. Census Bureau and NCHS. Table 1 lists data acquisition tools that are fairly simple to use. The
tools are listed in order of their ease of use (easiest to more difficult).

Table 1. Data Acquisition Tools

TOOL ACRONYM WEBSITE FOR MORE INFORMATION
Web-Based Injury Statistics Query and WISQARS  www.cdc.gov/ncipc/wisqars
Reporting System
Statistical Extraction and Tabulation System SETS www.cdc.gov/nchs.sets.htm
American Fact Finder AFF factfinder.census.gov/home/saff/main.html
Federal Electronic Research and Review FERRET www.thedataweb.org
Extraction Tool
Annie E. Casey Foundation KIDS Count AECF www.kidscount.org
Software

The following short list of included software comprises what that author has most often witnessed in use
for database analysis across offices and agencies:

1. Microsoft Excel, a database and spreadsheet software, seems to be in use at most state-level
agencies, as well as at county and tribal organizations. It can also be used for simple
descriptive analysis. Other examples of this type of software include dBase and Lotus.

2. Statistical Analysis System (SAS), Statistical Packages for the Social Sciences (SPSS), and SQL
enable data analysis from the simplest of descriptive reports to rigorous statistical analysis, and
much more. Quite often, agencies that require the handling of large data sets, such as state vital
statistics offices, utilize SAS. In fact, it appears that WISQARS uses a form of SAS programming
that is especially user-friendly.
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3. Agency-specific systems are used by some tribes and agencies that serve American Indians
and Alaska Natives. For example, IHS has developed the Referred Care Information System
(RPMS) for its use.

Building Data Capacity for American Indian/Alaska Native Communities

The aim of this section is to list some of the trainings and resources that are available for data users.
Table 2 contains the name of the organization, the type of training or resource available, and a Website
address for additional information.

Table 2. Resources for Users of American Indian/Alaska Native Data

ORGANIZATION TYPE OF RESOURCE WEBSITE FOR MORE INFORMATION
Census Bureau Census statistics WWw.census.gov/mso/wwwi/training/index.
htm
Understanding federal statistics WWW.census.gov/mso/wwwi/training/index.
htm
FERRET www.thedataweb.org
NCHS Conference training & research www.cdc/gov/nchs
fellowships
BLS Performs economic data analysis www.bls.gov
ICPSR Workshops on quantitative analysis www.icpsr.umich.edu/training/summer/ind
ex.html
CDI Knowledge discovery & data analysis www.insight.nau/edu
SAS Institute Conference & workshops with data Www.sas.com
Annie E. Casey Educational, social, economic, and www.kidscount.org
Foundation physical well-being indicator data for
children

An Example of Successful Data Analysis Efforts: American Indian/Alaska Native Well-Being Data at
the State and National Levels

The author’s experience working with secondary American Indian/Alaska Native well-being data at the
national and state levels demonstrates that with enough determination and resources, American
Indian/Alaska Native data analysis can be accomplished. However, it is important to note that the Native
American Kids Well-Being Indicators project unfolded over numerous years. The first year (Goodluck &
Willeto, 200) involved the delineation of historical issues and barriers to American Indian/Alaska Native
data collection. The second year (Goodluck & Willeto, 2001) presented the 10 well-being indicator data
for American Indian/Alaska Native children and youth at the national level. The third year (Willeto, 2002)
offered the 10 well-being indicator data for 13 states. The fourth year (Willeto & Goodluck, 2003,
forthcoming) extends the reporting mechanism to 14 states and includes trend data. Although
secondary data often have limitations, they are typically all that is available for the American
Indian/Alaska Native population. Commissioned national surveys of American Indians/Alaska Natives
would be ideal; however, such surveys would be prohibitively expensive to obtain. Even with limitations,
secondary data is much more accessible in terms of costs.
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Although many federal agencies or research studies do not release specific American Indian/Alaska
Native data because of small sample sizes, with some datasets it is possible and imperative to increase
American Indian/Alaska Native sample sizes to boost reliability. For example, multiple Current Population
Survey (CPS) basic monthly datasets can be concatenated over numerous years to create large enough
sample sizes for American Indian/Alaska Native data analysis.

Historical Overview and a More Promising Research Model for Indian
Country: The Community-Based Participatory Research Model
American Indians/Alaska Natives As Past Research Subjects

More than three decades ago, anthropologists George and Louise Spindler
reported that their profession had studied American Indians more than any other
group in the world. The announcement was not surprising. For centuries Native
people have been the subjects of research studies. (Swisher, 1993, p. 4)

Since contact between American Indians/Alaska Natives and Europeans began, there has developed a
substantial record of research by the latter on the former. Relationships between researchers and the
subjects of that research have not been of a benign nature. Non-Native researchers have benefited
enormously while American Indians/Alaska Natives have not experienced any appreciable remuneration
from their involvement in the numerous studies. An example of these exploitive relationships can be
found in the following:

A non-Native researcher hired by the Miami Tribe to do historical research was
given access to private tribal materials. However, he exploited his relationship
by appropriating and misinterpreting tribal history and knowledge. The first two
grants clearly specified the research would be the property of the Miami Nation.
The next three grants, however, were written by the author and omitted the
property clause. The researcher subsequently took full ownership of the work
and implied he could do as he wished with the materials. When some elders
challenged his historical facts, he refused to listen. This person epitomized the
experience with many tribes with researchers who use the tribe’s knowledge for
their own financial and professional gain. (Crazy Bull, 1997a, p. 4)

Being continually researched and exploited in the name of science has resulted in the current exhibition
of tribes extreme wariness of researchers and their agendas. Even more insulting is the situation wherein
researchers consider themselves as caretakers of American Indian/Alaska Native history (Mihesuah,
1998).
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The preceding scenario points to anthropologists and historians as professionals involved in the
exploitation of American Indians/Alaska Natives for research purposes. Professionals who work
specifically with children, youth, and families also experience challenges.

Social workers, particularly those from outside the Native community, are faced
with difficult challenges when trying to establish trusting relationships with
Native People (Broken Nose, 1992). Likewise, researchers are often viewed
negatively in Native communities. Native people have often been exploited. In
the past researchers have come in from the outside to study Native people and
to gather data. Frequently Native communities have not been informed of the
study findings nor have they experienced the benefits of the research. Fear of
exploitation has led many Native peoples to avoid involvement in research
projects. (Native American Leadership Commission on Health and AIDS, 1994).
(Weaver, 1997, p. 7)

This historical overview has recalled the past experience of American Indians/Alaska Natives as passive
research subjects. In these cases, once data were collected, researchers typically exited the community
and were seldom heard from again. Especially problematic from the viewpoint of the American
Indian/Alaska Native communities was that their participation in the numerous studies yielded no
apparent benefits to themselves, their tribes, or their communities.

Pursuit of Science vs. Needs of Tribes: American Indians/Alaska Natives Do Not Benefit
from Research

A significant part of the agenda of most researchers and scholars has to do with promotion and tenure, a
process that requires establishing a research record that impresses their academic peers. Most often,
the scientific method, a method imported from Germany that emphasizes the power of objectivity and
observation, is employed in the pursuit of science (Crazy Bull, 1997a):

Since contact, non-Indians have been fascinated with American Indians, and
they continue to explore almost every aspect of Indians’ cultures and
physiologies. Library shelves contain vast collections of books with American
Indian themes. The majority of books and articles, in addition to movies,
television shows, and documentaries, have been written and produced by non-
Indians (some of whom attempt to pass themselves off as Indians) who have
been educated and trained to conduct research by other non-Indians.
Although most non-Indian scholars respect the peoples and cultures they
study, many do not. Intrusive research of American Indians and publication of
information that tribes do not wish disseminated to the general public constitute
a major source of interracial conflict. Dissension between those who desire to
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keep their cultures sheltered from curious interlopers and those who cry
academic freedom undermines the credibility of all scholarly studies.
(Mihesuah, 1993, p. 131)

Within the academic world, the pursuit of science for knowledge’s sake is seen as a loftier aspiration
than applied research, which attends to the needs and interests of the population being studied. For a
researcher interested in the former, it is possible to be far removed socially, politically, economically,
emotionally, physically, and spiritually from the research subject’s reality and may be easy to ignore the
well-being of the American Indian/Alaska Native community. This is not the case for most American
Indian/Alaska Native researchers: “unlike most non-Indians who write professionally about Indians,
Indians retain an often emotionally charged commitment to Indian issues that extends well beyond
academia” (Mihesuah, 1998, p. 14).

Although in basic research it is important to identify and report on significant relationships in the data in
an objective manner, given that research instruments were designed by non-Native researchers, it is no
small wonder that negative associations and problems usually come to the forefront of various studies of
American Indian/Alaska Native communities (Struthers, 2001). In fact, Waller, Risley-Curtiss, Murphy,
Medill, and Moore (1998) found in a literature review of social work studies that no articles focused on
positive elements of American Indians/Alaska Natives. Rather, all 171 articles analyzed by the
researcher concentrated on problems associated with the American Indian/Alaska Native population. If
researchers’ past and present negative depictions of American Indian/Alaska Native lives were
absolutely accurate and objective, then American Indians/Alaska Natives would have ceased to exist.
Yet, the American Indian/Alaska Native population has substantially rebounded from the population low
of 250,000 in 1900. In light of this rebound, it is clear that there must be strengths associated with this
population that non-Native researchers have missed or are not interested in exploring. Instead of
investigating these strengths, whatever struck researchers as unusual, odd, or perhaps even
entertaining about Native Americans was targeted for investigation.

A More Promising Research Model for Indian Country: The Community-Based
Participatory Research Model

Numerous communities have experienced the negative impact of mainstream, positivist research.
Disenfranchised groups or groups that are perceived as politically weak have been especially targeted
for research studies. African-Americans have the Tuskegee experiment, as well as other research-
oriented atrocities, as painful reminders to distrust researchers (McAvoy, Winter, Outley, McDonald, &
Chavez, 2000). In addition, many indigenous peoples throughout the world have also been victims of
problematic research agendas and are therefore seeking to protect indigenous knowledge (Smith, 1999;
Battiste & Henderson, 2000; Brown, 2003).
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Imbedded within these works are guidelines and protocols to improve and involve American
Indian/Alaska Native communities in research activities. Very promising are more recent studies that
engage the Community-Based Participatory Research (CBPR) model in one form or another. Although
other appropriate models exist, such as the Cultural Network Review Model (Red Horse, 1982, as cited
in Red Horse, Martinez, Day, Day, Poupart, & Scharnberg, 2001), discussion here will focus upon the
CBPR model. Briefly, CBPR posits that researchers should partner with communities in determining
research questions, design, methodology, data collection, and protocol, as well as whether communities
will have or share ownership of the data:

Community-based participatory research (CBPR), which is generated
collaboratively in partnership between scientists and others, is an alternative to
the “top-down” technical assistance from experts to practitioners to community
residents (Kritek, et al., 2002). It is seen by many as a way to make the best use
of results which are believed to be effective, namely, that these results are
actually used by those most affected. (Smith, Hamilton, Sheats, Mensah,
Apantaku, & Sullivan, 2003, p. 219)

Since American Indians/Alaska Natives collaborate with researchers in the CBPR model, their interests
and needs are also addressed in this type of research. Studies that practice participatory research with
American Indian/Alaska Native communities are also likelier to succeed among American Indians/Alaska
Natives (Davis & Reid, 1999). Community-based research also reflects ideals of self-determination
because American Indians/Alaska Natives are not passive research subjects; outsiders and insiders
cooperate and share in the research process. As Guyette (1983, p. xvi) states*Community-based
research can be an invaluable tool in community development, as a means of documenting needs and
testing solutions.” Other studies of community-based research point out the more political components

of the participatory research model:

In addition to overcoming the inequities of science, these participatory research
principles offer support to strengthen and empower oppressed populations
through developing confidence and critical consciousness skills of affected
community members; strengthening activist organizations; improving living
conditions (Nyden & Wiewal, 1992), and collecting and validating community
knowledge. These features are important considerations in Native communities
where high levels of poverty, stress, and pollution are difficult challenges for its
members, contributing to individual and community health status (Kiser, Boaria,
& Hitton, 1995). (Quigley et al., 2000, p. 312)

Likewise, approaches that incorporate indigenous worldviews and concepts of harmony, fluidity, and
holistic approaches to social life will produce greater understanding of American Indians/Alaska Natives
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(Struthers, 2001). The following subsections highlight the strengths and weaknesses of the CBPR model
as described in studies specifically with American Indian/Alaska Native communities. Given that the
application of the CBPR model with American Indian/Alaska Native communities is a fairly recent
innovation, the studies cited as examples will span a variety of disciplines and fields.

Strengths of the Community-Based Participatory Research Model

Quigley, et al. (2000) reported a very successful CBPR experience. Their four-year collaborative
participatory research project on managing hazardous material was deemed successful because the
American Indian/Alaska Native Community Advisory Committee (CAC) kept the researchers accountable
and honest. From the start, CAC members let the researches know of their cynicism, complete distrust,
“and their disdain for a scientific world view that led to the radiation poisoning of their people” (Quigley
et al., 2000, p. 327). The researchers acknowledged and accepted the CAC'’s position, which allowed an
openness in communication lines between the two groups and was central to the successful
collaborative project. Also, continual feedback from community members on workshops was elicited by
researchers and the feedback was integrated into the design of future workshop and education
modules. In addition, the study also cites the importance of tribal support, which enhanced the
legitimacy of the project.

Sharp and Foster (2002) stated that a study on the effects of polychlorinated biphenyls on American
Indian/Alaska Native health in the Akwesasne community was successful because the research
scientists and the Akwesasne people established a cooperative relationship based on the principles of
mutual empowerment, mutual equity, and mutual respect (Akwesasne Research Advisory Committee,
1996 as cited in Sharp & Foster, 2002).

These guiding principles were jointly agreed upon by community
representatives and members of the research team from SUNY. Approval of the
research was obtained from both the Akwesasne community and individual
research participants. Project goals were determined jointly and designed to
maximize data quality while simultaneously minimizing the disruption of
community activities. Community members were involved in the project as
research assistants, and after receiving proper training, these research
assistants collected tissue samples and conducted interviews. The SUNY
researchers believed the success of their research project was based largely
upon the early stage at which the cooperative relationship with the Akwesasne
developed, the formal approval of the study given by the Akwesasne, the
participation of community partners in communicating research results, and
shared authorship on the publication of research papers and reports. (p. 146)
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In another study, researchers of the Kahnawake, a Mohawk community near Montreal, Canada,
documented high rates of Type 2 diabetes among the population (Potvin, Cargo, McComber, Delormier,
& Macauley, 2003). Upon receiving the results, the Kahnawake community requested the researchers to
develop a diabetes prevention program targeted toward their youth, and this became the Kahnawake
Schools Diabetes Prevention Project (KSDPP), which promotes program ownership and community
capacity building while still respecting Mohawk cultures and traditions (Macaulay et al., 1997, as cited in
Potvin et al., 2003): “The KSDPP was designed as a participatory project that involved partnerships, and
shared expertise, and knowledge. The KSDPP partnership includes three groups: the people of the
Kanien’keha:ka community of Kahnawake, community-based researchers, and academic researchers”
(Potvin et al., 2003, p. 1297)

This study evolved into a long-term project that has recently received infrastructure funds in order to
develop a Kahnawake-based diabetes prevention center. The project was deemed successful because
of four main points. First, community groups and academic researchers established an equal
partnership. Second, a research ethics code that was developed collaboratively by community members
and academic researchers was influential in merging the partnership. Third, intervention and research
activities reinforced each other and were complementary. Fourth, all program components were
integrated into an active negotiated process, thus allowing the KSDPP to survive long term. This final
and important point was made:

Although strong and essential to the project, the research component was never
conceived of as the project’s driving force. Researchers were there to observe,
and learn from, the experience this community was sometimes willing, and
sometimes less willing, to have submitted to the reflexive process of research.
This was partly responsible for creating an environment that was highly
responsive to the synergy that emerged from the co-presence of both research
and intervention components. Capitalizing on this synergy allowed the
programme to be responsive to the various and evolving needs of the partners.
Because each partner’s voice was heard and respected, constructive
negotiation occurred allowing transformations in the programme in a way that
did not threaten its identity. On the contrary, these transformations were seen as
creating new opportunities for the programme to help the community develop its
own vision of health. (Potvin et al., 2003, p. 1303)

Challenges of the Community-Based Participatory Research Model

The benefits of using the CBPR model would seem to outweigh any negatives associated with the
model, yet the primary challenges of the CBPR model has to do with the allocation of resources. Nearly
all studies using community-based models brought up funding problems, time constraints, and other
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resource issues as challenges. In a longitudinal study, important research activities such as data
collection were suspended for a year due to a loss of funding (Potvin et al., 2003). Managing long-
distance communications with limited resources was also challenging for the Quigley et al. (2000) study
on managing hazardous material, in which the academic researchers were in Massachusetts and the
Native community was in Nevada. This study also had challenges due to competing responsibilities; all
members of the research project had to fulfill important obligations to other institutions they were
affiliated with while still committing themselves to managing the hazardous material project.

Another challenge posed by working with American Indian/Alaska Native communities is the requirement
that research does not harm them. Sharp and Foster (2002) has argued that the risks of harming a
community are often difficult for non-Native researchers to discern beforehand.

Studies involving genetic markers found more commonly in American Indian
and Alaska Native populations can disrupt the social equilibrium that exists
within a community by revealing that participants and their families are more
“European” in ancestry than they themselves believe. Such findings have social
consequences in many indigenous communities, as the ability to occupy a
political office often is contingent upon establishing one’s ancestry as
sufficiently “Native” (Strong and VanWinkle, 1996). Here too, it is unlikely that
researchers who are not themselves members of these communities could
anticipate such research-related risks or fully appreciate their significance for
the community and its members. (Sharp & Foster, 2002, pp. 146-147)

Other researchers have also pointed out that primary challenges included the “time-consuming nature of
the negotiation process, the absence of a common language, and the need to design research activities
that both respect people’s real preoccupations and are compatible with a goal of empowering the
community, promoting healthy lifestyle, improving self-esteem” (Potvin et al., 2003, p. 1302).

One study (Hudson & Taylor-Henley, 2001) that aimed to implement a culturally appropriate and
participatory research project with American Indian/Alaska Native communities addressed many
challenges facing non-Native researchers and is worthwhile as a “lessons learned” piece. An important
case in point is that the non-Native scholars of this project were determined to provide an immediate
benefit or “pay-off” to the community by hiring local community people to prepare the community for the
researcher’s visits. However, this admittedly small effort by the researchers did not result in any sort of
substantial benefit to the community. The researchers also seemed to have failed to adequately prepare
the local community people for their roles in the research process. Further, an additional component of
the research design was to hire the local community for catering/food preparation, but the original plan
did not pan out as envisioned by the researchers:
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The plan to spend money in the communities on food and food preparation was
accepted in only two of the sixteen visits. Ironically, sadly, but also amusingly,
the team found itself loading boxes of greasy fast food purchased in Winnipeg
onto the small plane. These are foods unavailable in most of the communities
and in none of the fly-in communities. Once again the cash did not flow into the
communities, but into the profits of a multinational fast food chain. The research
team had determined to spend the money in the community but the local
organizers and participants wanted something they could not regularly obtain as
their payoff. The tribal council had encountered the request for fast food in the
past and viewed the research team’s compliance with local requests
appropriate. (Hudson & Taylor-Henley, 2001, pp. 97-98)

Hudson and Taylor-Henley (2001) point out that although it is important to obtain tribal council approval,
it is also important to gauge the nature of the relationship between the tribal councils and local
communities. Even with tribal council approval, the research team had to work diligently with local
communities to engage their participation in the research project. Additionally, the research team was
challenged with “if only” responses during focus groups’ discussions on child welfare; in other words,

[TH

discussion would stop at “‘if only’ the young people would listen to the elders then all would be well. All
would be similarly well ‘if only’ parents would stop drinking (or going to bingo, etc.)” (p. 102).
Researchers had to press respondents to move beyond the “if only’s” in order to come up with tribally

based solutions.

The final challenge of the community-based model involves the important step of researchers following
up with research results for the American Indian/Alaska Native communities.

The report was placed in the hands of the steering committee and the directors
of the child and family service for distribution to the communities. This ended the
contracted responsibilities of the team, but nevertheless left it with some sense
of incompleteness ... No requests for follow-up briefing or of consultations with
each community were forthcoming, so the debate within the team was whether
or not to offer it—an offer which would likely have been accepted, providing
there were no budgetary implications. In the end the team did nothing. This was
not so much a result of a principled decision based on the value of non-
interference or First Nations control, but because funds were depleted, time was
in short supply, and the team had each moved on to other commitments and
projects. (Hudson & Taylor-Henley, 2001, p. 103)

This study reported that the researchers applied the culturally appropriate participatory model, but it
seems a critical missing feature in their application of the model was the lack of strong community
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involvement. It appears that the researchers drove the primary research process with small gestures of
“pay-off’ directed toward the communities, and, as a result, community members did not obtain any
significant skills. Ultimately, almost no capacity building occurred, and the project just ended with the
handing over of the report. What was envisioned as research using the participatory research model, fell
far short of its goal.

Conclusions

Whether a researcher or data collector employs a variation of the Community-Based Participatory
Research (CBPR) model or not, there are important things for these individuals to keep in mind when
working with American Indians/Alaska Natives. Even as the number of American Indians/Alaska Natives
with advanced degrees is increasing, American Indian/Alaska Native communities will continue to
depend on non-Native researchers for some research needs (Ambler 1997). In response, tribal councils
are also increasing their control over the research that is conducted on their tribal members by
establishing a formal review process for research requests originating from both non-Natives and
American Indians/Alaska Natives (Swisher, 1993; Nason, 1996). For example, the “Apache policy also
states their objections to the possession, public exhibition, scientific study, destructive analysis, or other
inappropriate use of Apache cultural property (except as expressly permitted by the concerned tribe or
when essential to a criminal investigation)” (Nason, 1996, p. 1). In essence, the relationship has
changed forever:

Researchers who make brief visits and then leave are no longer welcome,
especially when their research benefits only an individual agenda or an outside
institutional agenda. Native people in the United States are among the most
researched people in the world. Outsiders have studied everything—our
religions, our hunting practices, our sexual lives, and our health and education.
Very little of that research has benefited us. (Crazy Bull, 1997a, p. 1)

Research with American Indian/Alaska Native communities should have a purpose that extends beyond
the needs of the investigating researchers. This is significant because even though American
Indians/Alaska Natives have been much researched in the past and little of this has benefited our
communities, the future holds a great promise for prospective research endeavors:

Native American people are no longer willing to be just subjects of research.
Research that is deemed unethical by the people who are the participants puts
all of social science at risk. It jeopardizes the credibility of the work, and
perhaps most importantly, the access to collectivities and individuals who may
still have much to teach us. (Piguemal, 2001, p. 77).
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Responsibilities of Researchers of American Indians/Alaska Natives

Considering the past research experiences of Native people with non-Native researchers, we must work
rigorously to gain and keep the trust, goodwill, and cooperation of the American Indian/Alaska Native
individual, tribe, group, and/or population through all phases of the research process. It is especially
important to invest significant amounts of time to establish and keep good relationships well before
research proposals are written. The following is an example of the protocol of an American Indian/Alaska
Native researcher working with her own community:

Following indigenous culture protocol, before any formal academic preparation
was done for the study, the researcher talked to various elders, community
people, and some of the healers. This process was performed to gain
permission to conduct the research and access approval to record the research
findings. This was compulsory as indigenous knowledge is traditionally
transmitted orally (Crow 1993) through storytelling (Simpson 2000). (Struthers,
2001, p. 129)

Researchers should ask themselves the question “what is to be gained or lost through the publication of
the research findings?” It is important to identify who gains and who loses in the process of this
guestioning. As an example, the author, an enrolled member of the Navajo Nation, had some serious
worries over whether it was appropriate to add to the deficit-based view of American Indians/Alaska
Natives with the publication of the Native American Kids 2001 and Native American Kids 2002 reports
(Goodluck & Willeto, 2001; Willeto, 2002) because the findings indicated that American Indians/Alaska
Native children and youth generally fared much worse than all children and youth in 9 of the 10 well-
being indicators. Although the project has enhanced the author’s professional reputation, more
importantly, it was not only her hope, but the hope of the National Indian Child Welfare Association
(NICWA) and Casey Family Programs (a private foundation that funded the research) that American
Indian/Alaska Native child welfare advocates would use these empirically-based findings to advocate for
increased resources directed at increasing American Indian/Alaska Native children’s well-being. The
author has begun to receive feedback from American Indians/Alaska Natives who have used the reports
in a variety of ways. Some have used the well-being data to design programs for their tribal social
services offices, and others are citing the reports in their theses and dissertations.

Another important aspect of conducting successful research with American Indians/Alaska Native is to
not misrepresent the community. It is imperative for a researcher to work with the community to ensure
that the research results are not misappropriated.

As researchers, we usually want the freedom to set our own research agenda,
but our fellow tribal citizens and/or our tribal government may want to restrict the
distribution of controversial research results, Dr. Peacock says. “We need to
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carefully balance tribal sovereignty with individual responsibility and the public’s
right to know. The right to know is the basis for our democracy.” At the same
time, he says, “The question on what should be communicated and to who is as
much an ethical decision as a political one.... One of the canons of good
research is that it should never hurt the people studied.” (Crazy Bull, 1997a, p.
5)

Because excellent lists of important protocols and resources already exist (see Mihesuah, 1993; Nason,
1996; Ambler, 1997; Christensen & Peacock, 1997; Crazy Bull, 1997a, 1997b; Davis et al., 2002), (see
also Piguemal, 2001 for a discussion on free and informed consent issues), readers are encouraged to
reference these works when working with American Indian/Alaska Native communities. Additionally,
Ericksen (1996) addresses some problems in sampling the American Indian/Alaska Native population
that may aid researchers in their future quantitative research designs. One last quote from Crazy Bull
sums up the situation nicely: “Generally, the most welcome researcher is already part of the community,
focuses on solutions, and understands that research is a lifelong process” (1997a, p. 3).

Remember that we are in a revolutionary state in which sovereign tribal nations are increasingly taking
control of research agendas. Revolutions are never easy. Securing tribal approval, designing research
that also meets the needs of American Indians/Alaska Natives, and forming partnerships with societies
that emphasize non-linear philosophies and worldviews are challenging tasks. This requires time,
patience, open minds, flexibility, and substantial resources. Research practices that serve the multiple
purposes of improving the lives of American Indians/Alaska Natives, affirming tribal sovereignty,
increasing American Indian/Alaska Native research capacities, contributing to science, and furthering
the careers of American Indian/Alaska Native and non-Native scholars are becoming realities.
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CHAPTER 2: INTRODUCTION TO THE CASE STUDIES

Introduction

This research project, funded by the Annie E. Casey Foundation, was designed to examine five different
case situations involving tribal communities in which data collection and use, is an emerging issue. It
explores the impact of not having reliable data, the barriers to collecting data, and the power of the
effective use of data. The purpose of this report is to inform the national dialogue about the ways that
tribes and American Indian/Alaska Native organizations value, collect, and use data as a resource. This
study takes a broad look at data collection and use, including national, regional, and state statistics;
community profile demographics; and, finally, program services and utilization data. The study is
focused on how the subjects of the case studies are viewing and using data and how data are impacting
their services and communities.

The project has been able to look at data issues among several diverse communities and to identify
emerging themes across Indian Country. Responses to the possibility of tribal data collection are as
diverse as the numerous tribes that exist in the United States today. This report only begins to inform the
field of these issues. Given the complexity of the issue, this is a critical first step in understanding and
describing tribal data collection and use.

Both historically and today, research efforts in American Indian/Alaska Native communities have
primarily followed a pattern in which American Indians/Alaska Natives are research subjects providing
valuable data that ultimately rarely directly benefited their communities. Instead, the mainstream
academic society has profited from important American Indian/Alaska Native contributions to their
research (Crazy Bull, 1997) and has not shared data with tribes in a way that can be useful to them.
More recently, these experiences have often resulted in the unwillingness of tribal communities to
participate in critical scholarly efforts. Many American Indian/Alaska Native communities have seen data
used against them, and others have found themselves left out of policy decisions as a result of small
populations falling into the invisible category of “other.” This set of circumstances has contributed to a
serious shortage of data on American Indian/Alaska Native children and families and has resulted
resulting in inadequate policies and funding at the tribal, state, and federal levels.

Pu rpose

The purpose of this project is to analyze and document the effects a lack of data has on American
Indian/Alaska Native children. The project also identifies other important issues that continue to
negatively impact the collection of data in these settings, and provides recommendation on what tribes
and American Indian/Alaska Native organizations can do now to effectively collect and use data to
correct the problems the currently exist. While some tribes have become interested in tribal data
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collection, the shift toward tribes’ data collection for their own purposes is still in its infancy stage. We
hope that this report will be widely circulated and used as an awareness-building tool to further the
movement to improve tribal collection and use of data.

Methodology

Under this project, the National Indian Child Welfare Association (NICWA) conducted qualitative
research using a case study design to report on five case situations. The authors set out to explore and
document the impact of inadequate data collection and reporting on the well-being of American
Indian/Alaska Native children. However, during the course of the study, we also found consistent efforts
to collect and use data effectively. This report documents these efforts, the important contributions
being made across the sites, and the continuing barriers to effective collection and use of data.

A case study design was chosen because it is an effective way to tell a story. Case studies allow a
researcher to explore and report on the conditions or experiences of a particular social group through
cross-site, comparative, and multi-unit analysis (Creswell, 1998). Using a case study approach
documents the need for tribes and states to effectively collect and use data on American Indian/Alaska
Native children; exemplifies what tribes and American Indian/Alaska Native organizations are doing with
data; and demonstrates the challenges and struggles they face in the process.

Our case study process employed both individual key informant interviews as well as the document
content analysis methodologies, with significant fact finding prior to consulting key informants. This fact-
finding process usually consists of both a literature review and a verbal inquiry. Throughout this process,
researchers determined what the case study sought to document, what is generally through about the
subject, and who within the scope of study “holds the knowledge.” The researcher then structured key
informant interviews to help define what is known about tribal data collection and use and to learn more
about the impact of not having data. This approach was designed to reveal perceptions and concrete
information about the role of reliable data in policy development and resource allocations and to provide
an emerging picture that both informs the field and points to the need for further research in this critical
area.

NICWA selected the five case studies based on factors relating to a matrix of geographic region,
jurisdictions, organization types, funding, policy issues, and service populations in order to achieve the
greatest diversity possible across the five sites. The case studies included three tribal governments, one
urban American Indian/Alaska Native community, and one multi-tribal consortium agency, spanning
reservation, urban, and county-wide jurisdictions. For inclusion in the study, the sites were screened
through preliminary interviews regarding their interest, willingness, and ability to demonstrate the impact
of not having effective and reliable data collection.
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Scope of work ranged from local, to statewide, to national with negative impacts experienced at all
levels. Service population areas included child welfare, juvenile justice, youth services, children’s mental
health, substance abuse, family support, and child abuse prevention. Policy topics included access to
federal funding streams, private philanthropy, state and county resource allocation, and tribal budgeting
and program policies.

Documents reviewed for this study included published reports, program reports, funding proposals,
newsletters, and advocacy documents. Documents were identified during interviews and were provided
by the sites as representative of their use of data or expressive of their need for or lack of reliable data.
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CHAPTER 3: FEATHER RIVER BEHAVIORAL HEALTH SERVICES

Case Study Subject Profile

Feather River Tribal Health Organization has provided health care services to American Indians/Alaska
Natives in the Northern California counties of Butte, Yuba, and Sutter since 1993. The organization
operates two full-service health care clinics in Oroville and Yuba City and is under the guidance of the
board of directors, which consists of elected officials from the Berry Creek, Mooretown, and Enterprise
Rancherias. The Feather River Tribal Health Organization provides medical, dental, health outreach,
mental health, substance abuse, and other related services. The Oroville location also has a senior
center that provides transportation and lunches for seniors every business day. The mission of the
Feather River Tribal Health Organization is to enhance the functioning of individuals, families, and
distinct American Indian/Alaska Native communities living within its catchment area.

The Feather River Tribal Health Organization represents a growing trend in Indian Country of multi-tribal
consortiums forming non-profit organizations to achieve an economy of scale not possible for small
tribes. Feather River was selected as a study site due to its recent achievements resulting from a
comprehensive effort to collect and use data. These efforts included in-depth community conversations
about data as well as extensive work with outside technical assistance and funding. This project
selected Feather River Behavioral Health (FRBH) Services because the department has been an integral
part of the process of the data collection and use at this organization. FRBH is one department within the
Feather River Tribal Health Organization. The hope of this study was to record lessons learned in the
organization’s data collection process and to examine the impact of moving from having little or no data
to having and using data as a resource.

Findings

Underlying Values about Data Collection

The underlying values about data at FRBH have evolved from a historic lack of data and resulting
negative impacts expressed by one interviewee, “We came to the realization that we had families dying
because of no data.” Before the late 1990s, FRBH’s experiences with data were nearly all negative.
FRBH staff felt they knew their families, they had case files, and they knew the extent of the problems.
They knew that services were needed and that almost none were available. However, when they took
their stories to the county, state, or federal government seeking funding, they were told that their
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information was “anecdotal,” “unreliable,” or “insignificant.” FRBH statistics were either left out of
countywide or state studies or counted at “other” when included in studies, thus making it difficult to

access specific data about their communities and service populations.

Case Studies in Tribal Data Collection and Use 31

National Indian Child Welfare Association



By the late 1990s, FRBH knew data collection and use had to become a priority, and several key events
brought about this significant change. They were successful in securing a Circles of Care grant from the
Substance Abuse and Mental Health Services Administration (SAMHSA). At the same time, a new leader
with an interest in data was hired, and an outside evaluator was hired on contract. The Circles of Care
grants require an extensive needs assessment and evaluation component, in addition to a strong family
and community involvement component. Being a recipient of a Circles of Care grant contributed to the
formation and articulation of a common direction regarding data and the development of a new and
positive value placed on data.

During our interviews at FRBH, data were described with words such as “interesting,” “exciting,” “new
insights,” and “powerful.” Data collection was described as part of a larger vision held by leadership. It
was said that data “tell a story in a way that makes sense to people outside the community.” Leadership
described data as a “resource” to be used to “do something for others.” Evaluation was described as

“expensive but essential to having data.”

FRBH has created a “community value on research” using a “communications approach” with extensive
use of focus groups, community events, grassroots data gatherers, and shared results in newsletters.
Staff refer to their data collection and use as “community driven” and dependent on an “important
relationship” between evaluators and community members. One interviewee related that when the
program does not have data, it “becomes isolated for the people it serves.”

FRBH's policies regarding the collection and use of data have been driven by the Circles of Care project
and the Institutional Review Board (IRB) process, which was part of the data gathering and preparation
for accreditation. The IRB process also requires compliance with the Health Insurance Portability and
Accountability Act (HIPAA) of 1996. HIPAA is a law that sets national standards to protect the privacy of
personal health information. Written policies are an indication that the values expressed about data are
being institutionalized.

Finally, interviewees expressed a strong value on the use of an outside evaluator for both technical
expertise and credibility. The relationship was described with the following language: “close working
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relationship, advocate,” and “more than an evaluator.” The use of an outside

evaluator was reported as a way to “combine the knowledge of the community with the credibility of a

participant,” “trust,

PhD.” It was reported that one of the positive events in the community was to find an evaluator who
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“knows the community,” “walks in both worlds,” “values us,” and “does not judge.” The staff respects

the evaluator’s ability to “crunch numbers” and give “credibility” to their story.
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Data Systems

FRBH has had to develop its own data system using the Statistical Package for Social Sciences (SPSS)
for “surveys, data entry, evaluation, and analysis.” Multiple data systems are used because several
funding sources require data reporting. These funding sources use different data collection systems that
are not responsive to data manipulation or local analysis. As a result, some data are collected twice.

The contract evaluator is responsible for the development of data gathering forms, coding systems, data
storage and backup, data analysis, and report writing. FRBH staff are responsible for data entry and the
transfer of data to the outside evaluator using a secure electronic transfer. The federal data system for
services provided under IHS, the Resource Patient Management System (RPMS), provides some
information on frequency and utilization. Past attempts to integrate data collection systems into one
comprehensive system have not been successful.

Data Relationships, Accountability, and Ownership

FRBH has no written policy and decisions about sharing data are made on a case-by-case basis.
Trusting relationships and advocacy are key issues in decisions to share data. For example, FRBH has
fostered a positive relationship with the country and has started sharing data with them. The director
summed up the philosophy of data sharing as follows, “County people always thought we wanted
something; we try giving something instead.” Sharing information with the county hasn’t been an issue
as long as no identifying information is provided in the data shared. The impact of this relationship is
now being felt. Historically, the county did not ask clients if they were American Indian/Alaska Native and
did not record that data. Recently, due to the county’s relationship with FRBH, they have begun the
practice of questioning identity and have agreed to share county data with FRBH staff. The county is
also applying for a SAMSHA grant and using FRBH data as part of its application. In addition, serving as
a consortium of tribes, the Feather River Tribal Health Organization has been in a strong position to take
the lead on data gathering for the member tribes and shares data as needed with its members.

However, receiving data from other sources, such as large state agencies, that collect data on American
Indians/Alaska Natives has proven to be challenging. Available data at the federal level in the United
States have been of little value due to inaccuracy and flaws in the data collection methodology, and
other national data sets often do not include or reflect the population served by FRBH. Local agencies
such as IHS, highway patrol, sheriff's department, juvenile probation, and child protective services all
collect data, but there are problems with consistency in how American Indians/Alaska Natives are
identified. Finally, even in situations where local counties used data in order to claim high American
Indian. Alaska Native numbers so that it could access federal dollars, tribal members reported that it “felt
like we were getting used a lot” because the county did not then provide services to the tribe.
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Use of Data and Data as a Resource

Data are being used at FRBH for advocacy, funding development, program planning, and evaluation.
Since the Circles of Care project, FRBH has moved from having grassroots data to having data in a form
that tells a credible story both internally in the community and externally to the outside world. Where
once, few if any behavioral health services were available, now a range of services exist.

Advocacy

A good example of FRBH's use of data for advocacy involved demonstrating the needs of American
Indians/Alaska Natives. A survey of professionals in the county conducted by FRBH found that the least
experienced professionals were often left to treat the most troubled children. The county found the data
useful beyond the American Indian/Alaska Native population. In another study, FRBH tracked juvenile
hall arrest by ethnicity and found that American Indian/Alaska Native rates were six to seven times
higher than the rate for non-Indians. The results prompted a service agreement between FRBH and the
Juvenile Justice Department. Interviewees said, “Because of the use of data in Circles of Care, FRBH
began to be seen as a major player, and FRBH has a major impact on the county level.”

Funding Development

All interviewees reported that FRBH has used data to support its efforts to develop funding for services.
For example, three years ago FRBH made a data presentation to the county that resulted in a contract
for FRBH. That year, funding to other contract agencies were cut by 22%, while FRGH did not receive a
contract cut. The decision was based largely on the quality of FRBH’s data. Since initiating its efforts in
data collection, FRBH has grown from 3 to 22 staff members. Grants, contracts, and internal budget
justification requests have benefited from increased use of data. FRGH is currently collaborating with
Butte County on the development of a mental health grant proposal.

Program Planning

Staff reported that data collection, research, and evaluation allowed strategic expansions of services.
The research conducted at FRBH answered the questions, “What do we need, and where do we need
it?" Services were “changed to fit what the people said they needed.” FRBH used survey results to “tell
the people” how they were “responding to the needs.” Evaluation resulted in “policy and service design
changes.” One interviewee stated, “FRBH is a one-stop shop for county services.”

Evaluation

Services are evaluated on a regular basis. Interviewers said the following: “It was initially scary, but we
welcome it now.” The interviewees reported that data are used “to do better,” “be more cost-effective,”
and “make life more comfortable for families.” Evaluation data are used for practice and service
improvements, and “reports go back to the programs to confirm the progress of a service or provide
new insights on how it could be improved.”
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Lack of Data and Barriers
There were five types of barriers identified during interviews with FRBH staff: external barriers, internal
barriers, practice barriers, resource barriers, and capacity barriers.

External Barriers

In the past, FRBH grant applications were denied due to a lack of data. Without internally generated
data, FRBH looked to outside agencies but found that others “don’t’ keep data on Indian people.”
Outside agency personnel “got defensive when asked for data they didn’t have.” According to one
interviewee, “working relationships with key people” were lacking and “county officials often don't see
data as people.” Data from other behavioral health programs have not been available or broken out for
the American Indian/Alaska Native population. Interviewees reported that much of this is improving
because of the increased data collection effort underway at FRBH.

Internal Barriers

Internal barriers to effective collection and use of data at the tribal level occurred due to concerns about
sharing data that may be politically sensitive or difficult for the community to accept. Examples may be
rates of alcoholism, drug use, and child or elder abuse. Additional difficulties occurred when other tribal
departments or related programs have varying values about data, with some departments valuing and
enforcing strict confidentially and others being willing to code or otherwise disguise sensitive data for
outside consumption.

Practice Barriers

Persons interviewed regarded the IRB process as a major hurdle, taking, “more than a year” in one
case. Another practice barrier was present in the survey design because of the need to honor etiquette
and cultural protocols where human relationships are more important than asking questions contained
on forms. Overcoming “community distrust” of data and community fear surrounding the use of data
against the community were cited as additional barriers.

Other practice barriers included the limitations of sample selection and size. Interviewees stated that
standardized research instruments are limited because they are not culturally appropriate for American
Indian/Alaska Native populations. They also said that U.S. Census Bureau data is incomplete, unreliable,
and fails to offer a reliable baseline for comparison generalizations about the population. Overall, many
interviewees agreed that evaluation efforts have been extensive but are not sufficiently robust to make
reliable generalizations and are vulnerable to criticism for not being “scientific.”
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Resource Barriers

Insufficient resources were also cited as a barrier. According to one interviewee, “A lot has been done
with little resources, but we could do more.” Sometimes “data are collected as needs arise or budgets
allow.” Without adequate resources, data gathering is “responsive and not comprehensively planned.”

Capacity Barriers

Prior to the Circles of Care grant, the program did not have training “on how to use data to benefit what
you are doing.” No one knew how to “maximize data, report, and get published and use data to benefit
everyone.” FRBH staff members suggested that the technical assistance received during the Circles of
Care grant helped them understand “why it's important to collect data” and how to assess “sample
instruments and how to modify them.”

Training and Staff Development

Respondents indicated that FRBH staff are well versed in confidentiality and protection of clients and
have been trained in the requirements of HIPAA. They also see the purpose of data collection, the
outcome, and how data collection directly affects their jobs. Circles of Care created a teamwork process
by instilling a trust in data at all levels of the organization. While FRBH does not have regular training on
data collection, interviewees reported that it is “difficult to separate training from the doing of evaluation
and data collecting.” Some staff indicated a desire for training in order to get a “better understanding of
the data and to explore what data is capable of providing and what it isn't.” The evaluator suggested
training to help staff to be able to “improve the data” and to continue to increase the “comfort level of
using data as a tool.”

Themes

There are several themes connecting the three FRBH interviews:
Energy: There is a great deal of energy surrounding data collection and usage in this
community; however, there is still an immense amount of potential energy. There is an
eagerness to do more, learn more, and accomplish more. This program recognized the problem
of not having sufficient data and did something about it. Their success has created positive
energy for future work.
Teamwork/Mutual Respect: There is a strong connection between the people we interviewed.
This connection is a result of respect and a feeling of unification in working toward common
goals. Because FRBH resembles a team, each person plays a different role: the director is the
visionary and strategist; the line staff are the community connection and heart of the people; and
the evaluator is the data expert and “bi-cultural translator” who brings the vision and community
together.
Relationships with Other Agencies: Although relationships with the county have been difficult
in the past, FRBH staff have worked hard to create these relationships. They have taken
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responsibility for the collection of their own data instead of waiting for others to act or help them
and have positively influenced the county as a result. Interviewees indicated this is also an area
that can use improvement.

Value of Data: It is clear that the high value placed on data has shaped the whole FRBH
program. It is clear that one person can guide an organization by valuing data and dispersing it
to all levels in ways they can understand and use.

An Overall Need to Know, Interpret, and Improve the Data: Although much has been
accomplished, there is a definite need for improvement in this area. A significant improvement
would be to create a higher level of comfort with data.

Role of the “Data Person” (the Evaluator): Because many American Indian/Alaska Native
communities have had negative experiences with data, it is essential that the evaluator or “data
person” be trusted and available and that s/he act as a participant observer in the process. How
the community views this person is directly related to how they view data.

Role of Circles of Care: The Circles of Care grant has been a vital part of FRBH's relationship
with data. By acquiring certain statistics and numbers, the Circles of Care program has helped
FRBH to see the need for data and accountability and has served to fuel the larger vision.
Other Barriers: Barriers to data collection and usage still exist at FRBH. These included a
negative view and distrust of data; lack of resources, knowledge, and culturally appropriate
instrumentation; and a tenuous relationship with the county. Barriers exist within the community
as well in the form of resistance from outside the community.

Summary

FRBH has made data a priority and a value not only because of what it can do for the program (funding,
program evaluation, etc.) but also because of its general importance as a beneficial resource. FRBH'’s
leader is a data visionary who has brought her own appreciation of research to this organization’s
activities by bringing it to a level others can understand. Instead of waiting for the system to change or
others to collect the data and do the work, FRBH has taken a proactive approach to data collection and
use. Considering how far it has come with few resources, this program is a model for others.

Two of the strongest aspects of the program are the connection to the people it serves and how services
are the motivation and driving force behind the community’s relationship to data. As expressed by one

” o

staff member, “data are the people,” “they have names and faces,” and effective data collection and use
is the way to help them get the services they need. While the FRBH program focuses on facts, numbers,
and statistics, it could not succeed without placing a great deal of value on the culture, human

connection, trust, and the creation and maintenance of relationships.
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CHAPTER 4: PORTLAND, OREGON, URBAN AMERICAN
INDIAN/ALASKA NATIVE COMMUNITY

Case Study Subject Profile

The Portland, Oregon, urban American Indian/Alaska Native community is comprised of a diverse
population represented by over 100 tribes. The northwest regional offices of both the Bureau of Indian
Affairs (BIA) and Indian Health Services (IHS) are located in Portland, Oregon. These regional offices
serve tribal cultures not indigenous to the area, thus adding to the urban American Indian/Alaska Native
population. There are a large number of American Indian/Alaska Native grassroots non-profit agencies,
cultural groups, and organizations that work together to solve problems, address issues, and plan for the
future. This community can be described as “cooperative, collaborative, and supportive.” Although it
can be depicted as a diverse urban community, there is a combined spirit and an appreciation of the
differences found within.

We included an urban American Indian/Alaska Native population in the case study in order to examine if
the issues for community-based urban American Indian/Alaska Native agencies were similar to or
different from tribal or consortium-based programs. Urban American Indian/Alaska Native community-
based agencies have recently completed a report for the local county on data issues. They found that
services in general in the county were under great pressure due to statewide budget cuts.

As part of the case study process, four agencies, described below, were selected to participate in the
interviews.

Native American Youth Association

The Native American Youth Association (NAYA) is available to all self-identified American Indian/Alaska
Native youth throughout Multnomah County. The goals of NAYA are to ensure the health of future
generations by developing more options for youth, families, and the community. NAYA works to increase
opportunities for healthy activities through the promotion of participation of American Indian/Alaska
Native youth in conferences, camps, support groups, cultural activities, lectures, and special events.

Multnomah County Department of Community Justice

The Multnomah County Department of Community Justice promotes public safety and strives to reduce
recidivism among juvenile delinquents and adult offenders through a balance of supervision, services,
and sanctions. It seeks to share information on topics such as what works to keep communities safe,
crime reduction prevention, and evaluation of what local policies work best.

Case Studies in Tribal Data Collection and Use 38

National Indian Child Welfare Association



Portland Public Schools Title IX Indian Education Project

The Portland Public Schools Title IX Indian Education Project provides supplemental services to meet
the culturally related academic needs of project-enrolled students. Located at Hosford Middle School,
the project is federally funded through the Office of Education in Washington, DC and also through
Portland Public Schools. Grant funds from various foundations help support special student activities
and programs. The project has enrolled approximately 1,150 students (pre-kindergarten through grade
12) of American Indian/Alaska Native ancestry.

Native American Rehabilitation Association of the Northwest, Inc.

The Native American Rehabilitation Association of the Northwest (NARA) is an American Indian/Alaska
Native owned and operated private, non-profit organization with a treatment philosophy emphasizing a
fully integrated system of care. It consists of a health clinic, mental health services, adult residential
substance abuse treatment, a child development center, outpatient adult and adolescent substance
abuse treatment, and community and family resource services. The mission of NARA is to provide
education, physical and mental health services, and substance abuse treatment that is culturally
appropriate for American Indians and Alaska Natives.

Findings

Underlying Values about Data Collection

The Portland, Oregon, urban American Indian/Alaska Native community is a diverse community of
American Indians/Alaska Natives who live in a geographic area populated with many other cultures,
businesses, and issues competing for attention. However, as different as this setting may be from a tribal
community on a reservation, it is a community that describes itself as “cooperative, collaborative, and
supportive.” There is great value placed on this sense of community and interconnectedness. It is a
community that comes together in times of need, and that comes together to plan. This is currently
evidenced by the new wave of energy surrounding data collection and use. Historically, there has been
a great amount of difficulty in finding statistics on American Indian/Alaska Native individuals in general.
This difficulty is exacerbated in an urban setting.

Interviewees expressed an increasing interest and appreciation for data. Often, it was the individuals in
leadership positions who held an affinity for data and research and attempted to spread that vision
throughout their organizations. In the interviews, data collection and use was described simultaneously
as “one of the hottest topics” and having the connotation of being “nerdy.” Informants described a new
awareness that “in order to thrive in the current environment, data and statistical evidence are
necessary.” As these American Indian/Alaska Native organizations have reached the maturity, size, and
ability to maneuver within the urban environment, they have had to begin to understand and appreciate
data in a new way. As one key informant put it, “new data forces you to think outside the box.”
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Data can be used as an evaluation tool to uncover what priorities their programs are addressing, and to
“test their own perspectives.” Mission and vision, as well as the effectiveness of services, were seen as
being informed by data. The individuals we spoke with saw data as a way to make choices, to identify
and designate priorities, and to have a greater awareness of the population they serve. Data, in this
sense, are valued navigational tools for their entire organizations, as well as for treatment, planning, and
funding.

Each organization’s respect for their patients and/or clients is one of their highest values. The
confidentiality and protection of these clients can also be found in HIPPA, which establishes national
standards to protect the privacy of personal health information. This protectiveness of clients and data is
fundamental to the way each organization operates. There is “a need to control our own data.” The value
of respect for the culture and its people is far greater than the need to interpret the data.

There are two trends we observed in the interviewed organizations. First, is a lack of specific policies in
relation to how data are collected, shared, and interpreted. The second is extreme caution when getting
involved in data relationships. Organizations may share certain data with others but are extremely
skeptical about letting specific information leak to outside sources for fear of how it may be interpreted
and handled and whether or not it will be returned. As one interviewee stated, “Who can say what
happens to it once it leaves the organization.”

The types of data regarding children that organizations in the Portland, Oregon, American Indian/Alaska
Native community use include program service data, individual profile data, and data they collect to
show the relationships between programs. U.S. Census Bureau data, national statistics, and data from
SAMHSA are used, along with Multnomah County (e.g., juvenile justice) and state data. However, there
are continuous problems in finding accurate data on population estimates and school dropout
information. As one interviewee stated, “We have to use national statistics and some state statistics but
recoghnize that while both of these are wrong, it is all anybody has.” Organizations indicated that having
data to present is essential for their survival, even when there is an acknowledged awareness that the
available data are incorrect. For example, the Indian Education Project office does not have family data
to determine what percentage of their population lives in poverty. The only way of gaining insight into this
issue is to keep track of how many students receive reduced lunch.

Data Systems

Each of the key informants and the organizations they represent within the Portland, Oregon, urban
American Indian/Alaska Native community have developed their own methods of data collection,
storage, and organization. For instance, they created an electronic student information system and
several client information systems such as the Healthco Healthco Melbrook Structured Query Language
(SQL) database and Filemaker Pro. The major complaint among these interviewees when using systems
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that they have not created is the need to perform multiple entries in systems maintained by other
agencies that are incompatible with each other and with their own systems. For example, NARA has had
to enter data numerous times for each client in order to satisfy requirements for different grants. Their
new system, Healthco Melbrook SQL, will assist with practice management, outcomes, and evaluations
for new grants and will export to the Resource Patient Management System (RPMS) and the Central
Patient Management System (CPMS), which is the state system. It will not, however, address medical
records and will not be up and running for several months after the time of the interview. It has taken a
great deal of time, effort, and other resources to design the program to fit NARA's needs, while taking
into consideration the multiple systems and agencies they encounter.

The responsibility of maintaining data belongs to the organization that needs the resources and funding.
Because each department in the county performs its own research and evaluation and maintains its own
data system, information is not combined in a way that is helpful to AI/AN needs. In addition, county data
relies on client-initiated claims of American Indian/Alaska Native identity. There is a sense of alienation
and compartmentalization within the county that carries over into the realm of data collection and use in
the urban American Indian/Alaska Native population. NAYA has started to keep its own internal data to
satisfy a desire and need for more detail in the domestic violence program as well as reveal disparities
in the data it receives from others. The data system used by the county was not comprehensive enough
to give the program useful information.

In regard to information sharing with state or other providers, urban American Indian/Alaska Native
programs are very interested in the protection of their data. If it is perceived that sharing data (without
identifiers) will benefit clients, then they are open to share. There is also a recognized need for American
Indian/Alaska Native organizations to develop written policies in this area.

Tribes also have difficulty obtaining data at the county level, since, although county data are considered
part of the public domain, they are often inaccessible or accessible only with a great deal of effort and
difficulty. An interviewee stated that, “If a report published by the county is completed, they are willing to
share, but if work still needs to be done, no information will be given out.” Requested data can also take
significant amounts of time to receive.

Relationships, Accountability, and Ownership

There is common agreement among the sites interviewed that relationships with other agencies, notably
the county, are complicated and strained. Relationship building is a process that these organizations
feel takes time and careful planning, and when groomed, is seen as able to strategically attract new
funding.
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Although county relationships may be challenging, many American Indian/Alaska Native organizations
are eager to make new contacts and improve on current relationships. NARA has relationships with the
Centers for Disease Control and Prevention (CDC), IHS, the county, the state, the Office of Minority
Health, SAMHSA, Oregon Youth Authority (OYA), County Crosswalk, Legacy Health Foundation, and
Northwest Health Foundation and has a total of 42 grants and contracts. Even though this is time-
consuming, NARA is very interested in nurturing these types of relationships. According to one
interviewee, “It is hard to get meaningful information unless you know the system and have relationships
with key people.” The interviewee added, “We used to have a problem but have created a strong
relationship with the right person, and now it is working better.”

Organizations indicated that when they report data to funding sources and other agencies, they seldom
receive usable or meaningful information back. When the data is returned, it is returned in a form that
cannot be used, with incorrect information, or has been interpreted in an unintended or inaccurate way.
As a result, they feel that accountability often flows in a one-way direction—away from the organizations
interviewed.

An example of these data problems can be seen by looking at school data at the state level. School
data at the state level is difficult to access, and the term “multi-ethnic” strips away the American
Indian/Alaska Native identity. Another example is a recently cited county statistic indicating that 22% of
American Indian/Alaska Native children live in poverty, while the population NAYA serves documents
95% living in poverty.

Who “owns” data is another issue, and often based on the values of protection and confidentiality.
Although there is a lack of specific written policies about the ownership of data, there is a widely held
organizational assumption and belief that the organization owns the data and that clients served have
access to their records and charts. There is an apparent fear about the misuse and misinterpretation of
data in that data could be used in a harmful way that would lead to devastating effects on the reputation
and well-being of families. One interviewee said, “We wouldn’t allow others to use our data; we have
never said yes.” This attitude is due to decades of misuse of data by outsiders, and is difficult for some
tribal members to overcome.

Use of Data and Data as a Resource

Data is being used in the Portland, Oregon, urban American Indian/Alaska community for resource
development, advocacy, program planning, and evaluation, as well as for setting future goals, assessing
needs, and different types of planning.
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Resource Development

The American Indian/Alaska Native organizations in the Portland, Oregon, community acknowledges that
funding is often determined by data, and consequently, service delivery and operation rely upon the
collection and use of good data. Once grants are secured, data is necessary to report back to the
funding sources. One interviewee stressed the importance of the use of data in the following comment,
“Statistics are the only way to get funding.” They also report that the lack of reliable data and the
presence of inaccurate data lead to “our people going without services.

Advocacy, Policy, Education, and Communication Purposes

Data are also used as a tool to promote public awareness and to advocate for needs of the urban
American Indian/Alaska Native population. The four organizations profiled use data strategically to
influence policy. NARA recently used its data to testify in the legislature regarding the Oregon Health
Plan. “Policy is built around constant advocacy, how many people there are to influence it, and data
collection. Our agencies are making headway,” one interviewee said. Another stated, “Data can act as
the foundation of advocacy because it provides hard evidence that can complement personal stories
and anecdotal evidence.” Respondents indicated that when data is presented in an effective manner, it
is an excellent way to communicate the needs of the population.

Program Planning and Evaluation

Members of the Portland, Oregon, urban American Indian/Alaska Native community also emphasized
the direct use of data in the planning and evaluation of their organizations. Data is routinely used to
assess cost-effectiveness, to define budgets and work plans, and to assess service utilization and
effectiveness within each organization. One of the organizations performs a yearly report that includes
demographics and other pertinent data. It looks at which services are getting the most promising results
and prioritizes those at budget time. The data is then used in the budget presentation to the board of
directors and connect spending to outcomes. In this way, the organizations in the community can see
the link between data/evaluation and results evident in policy and practice.

Future Goals, Direction, and Needs

There was a common theme among all interviewees that suggested a desire to greatly expand data
collection and use. One organization is very interested in doing a comprehensive needs assessment of
the Portland, Oregon, American Indian/Alaska Native community and is looking for support from other
sources. Another organization desires to focus data materials on well-being and to relate them to its
mission.
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The Lack of Data and Barriers

External Barriers

There is a magnitude of external barriers facing the Portland, Oregon, urban American Indian/Alaska
Native community — primarily a prejudice against American Indian/Alaska Native organization collecting
their own data. Respondents reported being questioned on their credibility and on the validity of their
data. As one interviewee stated, “The data is seen as suspect.” Other words and phrases that appeared
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frequently throughout the interviews were “biased,” “unreliable,” “good data will be a struggle,” and
“conflict of interest.” Because some of the data being collected by organizations is not viewed as
credible by government agencies, a lack of trust is created, and the corresponding development of
relationships is hindered. Evidence of this is the study done by NARA and NAYA on the estimated
population of urban American Indians/Alaska Natives in Portland, Oregon. Although their findings

(31,000) were remarkable, they were not considered valid or credible to the outside community.

All of the people interviewed mentioned having previous negative experiences with data, including
inaccurate data, negative expectations, and stereotyping. Interviewees commented that American
Indians/Alaska Natives are being used for their numbers without services being provided. “They want to
count us, but they don’t want to serve us,” one interviewee reported. The interviewees all had direct
experience with this and could cite examples where the county wanted to include as many Al/An as
possible in order to access resources, without offering corresponding services. They expressed a lack
of understanding, attention and awareness around the issues faced by the American Indian/Alaska
Native. “People are resistant and are sick of hearing about our history,” one key informant said. The
issue of cultural barriers was discussed during the interviews because there are many negative
stereotypes about American Indians/Alaska Natives still present today. Included in this are “higher
expectations for Indian people,” “believing there are very few Indians,” and the feeling on the part of
many American Indian/Alaska Native people that they constantly have to “prove themselves.” One
cultural barrier is the difficulty in collecting data from a culture based in relational and circular thinking
using the linear methods that permeate our society.

Informants reported that American Indians/Alaska Natives living in the Portland, Oregon, metropolitan
area are a very diverse group that are often misidentified or unidentified, which creates an even greater
barrier to accurate data. According to one informant, 30-40% of American Indian/Alaska Native kids are
misidentified or not identified as such in school. This suggests that the Oregon Department of Education
data is wrong. The responsibility of keeping data must be shared and include careful and specific
procedures about identifying American Indians/Alaska Natives.

Another significant external barrier to data collection and use in the Portland, Oregon, American
Indian/Alaska Native community is institutional racism and challenging relationships with the county.
While the county has the opinion that urban American Indian/Alaska Native data is not reliable, the
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county has no policies on data collection and the identification of Indians. One of the major problems in
this area is a blind spot on the part of the county in recognizing the difference between urban and
reservation-based American Indians/Alaska Natives. An interviewee reported being given the message
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about American Indians/Alaska Natives that “there are not enough to worry about,” “data collection is too
complex of a problem to solve,” and “the problems of Indian people are too serious to do anything about

anyway.”

Internal Barriers

Internal barriers related to data among these organizations includes a lack of employees and other
weaknesses in infrastructure; actions of American Indian/Alaska Native people based on fear, distrust,
and frustration; and the disparities in data between internal data collection and that of other agencies.
The county recently cited a statistic indicating that 22% of American Indian/Alaska Native children live in
poverty, while the population NAYA serves documents 95% living in poverty.

Barriers to Practice
The barriers in practice include the lack of credibility and validity in the data projects performed by these
organizations.

Resource and Capacity Barriers

Commonly cited challenges included a lack of funding, poor accessibility to county data, and a lack of
American Indian/Alaska Native professionals. One interviewee mentioned, “The commitment and
interest must come from the people.” Perhaps one of the most important resource barriers is the lack of
money being committed toward funding culturally relevant research among American Indian/Alaska
Native communities. As one interviewee stated, “Urban organizations are under funded and always in a
crisis mode. This makes it difficult to generate thoughtful research.”

The gaps in accurate data are a barrier unto themselves in this community. Often, there is no funding
awarded to urban American Indian/Alaska Native organizations due to a documented lack of numbers.
The biggest issue in this community is the lack of accurate and credible information needed within the
AI/AN community, such as population and dropout rates. Comments from interviewees included the
following: “The right data is not there,” “Accuracy is our major concern and top priority with data,” and
“Indians are almost invisible in state data systems.” Respondents indicated that “some families that
won't say they are Indian for fear of the system, so they don’t get counted.” Others stated that “we have
families who do identify themselves as Indian only to be told to go to the Indian agency for services.”
and “We have Indian families that won't go to mainstream services for help who then never get services,
because the Indian organizations are underfunded.”
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Training and Staff Development

In the area of training and staff development, there is a lack of resources and funding and a need for
training in all areas of data collection and use. Training is needed to reduce the community’s fears
about data and to allow American Indian/Alaska Native organizations to take control of data as a tool for
advocacy. Other areas of needed training that surfaced during the interviews included data collection,
administrative/data entry, marketing and advocacy, documentation, accessing data, and increasing the
knowledge and level of comfort with data overall. There were also several discussions about the role of
and need for a research and evaluation expert within the organizations.

Themes

There are several themes and issues connecting the four Portland, Oregon interviews:
Lack of respect/validity: There is a lack of respect and /or validity given to Portland, Oregon,
American Indian/Alaska Native organizations that are trying to collect data. Due to the lack of
data, NAYA and NARA have been trying to collect their own data only to discover the challenge
of making their findings appear credible to others.
Lack of policies: There is a lack of policies for the sharing and ownership of data and a need for
policies regarding these issues.
Negative expectations/views of data: Negative expectations/views of data include the fear that
accompanies negative expectations and views of data on the part of American Indian/Alaska
Native organizations. They are very protective of their clients’ data and fear the misuse or
misrepresentation that could result from others using and collecting their data.
Negative expectations/views of American Indian/Alaska Native organizations: There is a
constant need for American Indian/Alaska Native people and organizations to prove and protect
themselves against stereotypes and biases held by society.
Misidentification of American Indian/Alaska Native children: American Indian/Alaska Native
children are often misidentified early on and remain unidentified.
Problems in relationships with other non-American Indian/Alaska Native agencies: Problems
in relationships with other non-American Indian/Alaska Native agencies include difficulties in
obtaining data, problems with accountability on the part of other agencies, and data systems
that are incompatible, as well as negative views of the abilities and skills of American
Indian/Alaska Native organizations. There are many strained relationships resulting in little
collaboration and understanding between agencies.
Lack of collaboration among key stakeholders: Departments in the county are not working
together, and there is no collaboration on data collection.
Lack of resources: There is a great need for funding, training, and technical assistance in the
area of data collection and use. A great deal has been done with very little resources; therefore,
the potential in this community is very high. It has the energy and the need to make changes but
needs resources to help it progress to the next step.
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Different sense of community: The urban setting is a very diverse and scattered population,
and American Indian/Alaska Native organizations often find themselves living amongst and
competing with other agencies for funding. It is more difficult in an urban setting to provide
services and collect data on American Indian/Alaska Native people living within a much larger
population. Planning for data collection and use must consider a different type of community.

Summary

The Portland, Oregon, urban American Indian/Alaska Native community is in a process of great change
as its organizations realize the value and importance of data and the need to be able to make it their
own. Each organization is unique with its own story and process, but there are common themes
throughout the community that can be used to glean important insights about the current status of this
population. There is a need for data and statistics on American Indian/Alaska Natives in the Portland,
Oregon, urban community and the American Indian/Alaska Native population at large in order to replace
the assumption that the current statistics are even close to legitimate.

One of the most powerful and pervasive of these barriers was a feeling of negativity toward American
Indian/Alaska Native organizations at the county level. This negativity can be considered a form of
racism in the way it affects the American Indian/Alaska Native population.

The urban Indian organizations in the Portland are working in isolation to improve data collection in the
AI/AN community. Their energy suggests that this is the start of a movement and an improvement in the
data collection and use by urban American Indians/Alaska Natives. Portland Al/AN organizations are
very protective of their clients, their data, and their reputations and seem fearful of how any data may be
misused. Also, stemming from this fear, there seems to be a feeling of confusion due to too many
challenges and a desire to move forward with relatively few resources and little direction. There is a
great deal of potential here, including the right people in leadership positions and the need and the
potential for resources and funding.
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CHAPTER 5: PASSAMAQUODDY TRIBE, INDIAN TOWNSHIP
Case Study Profile

Indian Township is one of two locations of the Passamaquoddy Tribe—the other being located at the
Pleasant Point Reservation in Perry, Maine. Indian Township includes two primary neighborhoods: one at
Peter Dana Point and the other in Princeton, Maine. The Passamaquoddy are one of four federally
recognized tribes in Maine. There are approximately 3,600 enrolled Passamaquoddy tribal members.
The Passamaquoddy reservations (Indian Township and Pleasant Point) are governed by a biennially
elected tribal council. The tribal council consists of a governor, lieutenant governor, and six council
members. The council has jurisdiction over lands the tribe owns both inside and outside of the
reservations. A joint tribal council, composed of the governing bodies of both Passamaquoddy
reservations, manages joint tribal property and assets. In addition, the Passamaquoddy Tribe elects a
representative to the Maine State Legislature.

The inclusion of the Passamaquoddy Tribe was based on the research team’s knowledge of the tribe’s
successes in securing federal grants, its orientation toward program evaluation, and its use of integrated
service models, such as “Systems of Care.” Systems of Care is a grant program established by the U.S.
Congress under the Comprehensive Community Mental Health Services Program for Children and Their
Families. This grant supports the development of comprehensive, coordinated, community-based, and
culturally competent systems of care for children and adolescents with serious emotional disturbances
and their families. The tribe also exemplifies a circumstance in which multiple geographic locations of
the same tribe complicate data collection and reporting across multiple jurisdictions and agencies.

Findings

There is a significant amount of data generated by the Passamaquoddy Children’s Mental Health and
Child Welfare offices. The primary value held by the tribal representatives regarding these data is
confidentiality. Data is sent to the state of Maine, the Bureau of Indian Affairs (BIA), and to the federal
government using codes instead of names. Most of the data for federal grants is sent to one source,
Opinion Research Corporation (ORC) Macro in Atlanta, also without identifying information(ORC Macro
is a federal liaison for the Circles of Care grants).

This tribe has been able to collect and use its own data for internal decision-making, grant applications,
and public presentation to a great extent. The only data they use, except for general demographic data
about the county in which the tribe is located, is data they collect themselves. Tribal data collected
includes demographic and program service data.
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Data Systems

Each unit of Passamaquoddy Human Services collects its own extensive data on clients served, and
these data are not shared across programs, except through the director. Information is maintained and
stored in computers, each data system is password protected, and only certain people are allowed
access to each file. Printouts are kept in locked files.

Since different grants require different data elements, there is some variability in the exact information
collected.

Data Relationships, Accountability, and Ownership

Data (without identifying information) produced for IHS are reported to the regional office of IHS, and the
tribe is able to run reports from these data. IHS produces reports for the Eastern IHS (Nashville) region,
but the identification (ID) is the area, not the tribe. IHS obtains consent from the tribe for release of any
data to IHS.

ORC Macro maintains data from the grants the Passamaquoddy Tribe has been awarded and sends
reports back to the tribe. However, the data are not sent back to the tribe in a useful format. Much of the
data on American Indians/Alaska Natives are lumped into the “other” category in these large data sets.
Aggregate data sent to the BIA are never retrieved again.

Several years ago, the Harvard School of Public Health wanted to include the Passamaquoddy in a
study of rural access to mental health services and supports. The tribe agreed to the study with two
conditions: that local community interviewers would conduct all interviews, and that no tribal records
would be taken away from the reservation. The Harvard School of Public Health agreed to train local
interviewers. However, when the tribe advised the researchers that some of the questions in the
interview set were culturally inappropriate or unacceptable breeched of protocol, the researchers
refused to change them. Ultimately, the study was never completed. Harvard researchers, however,
did attempt to remove data files before the end of the study. The Passamaquoddy were also
disappointed that any information about the study was never sent back to the tribe.

The above experience contrasts with a more recent, and positive one. The University of Arizona has was
interested in working with the Passamaquoddy to study a possible genetic link between American
Indian/Alaska Native DNA and substance abuse. The University was willing to follow very stringent
protocols, so the tribe gave them permission to complete the study.

Although unwritten, the Passamaquoddy Tribe has developed a clear protocol. Before a study is
approved, the Passamaquoddy Tribe wants to know how data will be used and must give formal
permission. When tribal members (adult or child) are interviewed, formal consent is required. Even
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students from local universities must follow this protocol. Funding agencies are also allowed to collect
the data they need, but only with informed consent. The state can look at data but cannot take any files
or data from the reservation. The tribe owns all data produced at the site.

Data is seen as a Resource

The data produced by the Passamaquoddy Tribe is useful in grant applications, IHS presentations, and
in showcasing programs at conferences and Systems of Care meetings. Tribal representatives also use
tribal data in training sessions and for designing and budgeting current and future programs.

Staff have learned how to measure and package data for these uses and are able to complete their own
studies on, for example, multi-generational historical trauma related to loss of culture, land, source of
income, etc., and the impact on families—a study they are now working on through the University of
Maine, which is based on 30 years of data.

The tribe’s Human Services budget is prioritized based on data collected on-site. The director presents
these data to the tribal council and uses them to educate people regarding the client population (e.g.,
type of services, demand, community needs, and trends).

Lack of Data and Barriers

The human services director has been in her position for a long time and is able to obtain all the
information she needs locally. This is helped by the fact that the community is small, and she knows
everyone. The Passamaquoddy Tribe does not feel there are any barriers to obtaining the data it needs
internally. The tribe has recently decided to hire an evaluator to help gather tribal data and to interpret
and analyze it on a full-time basis. This is an indication of the amount of data available and its potential
usefulness to the tribe.

Training and Staff Development

Staff is trained to use data collection tools, and training is linked to understanding the bigger picture and
the importance of accurate documentation. There are no barriers to providing quality training to staff in
the collection and use of data.

Themes

Themes identified at the Passamaquoddy site were as follows:
Confidentiality: The confidentiality of data is carefully protected, both internally and from
external agencies and persons. Requests from external researchers are carefully reviewed and
recent permission for research has been granted. Formal consent is required for all interviews of
tribal members
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Tribal ownership of data: The tribe owns all data produced at the site. The state, for example,
can look at data but cannot remove files or data from the site.

Relationship to funding agencies: Data required by outside funding agencies is provided to
these funders by the tribe, but is generally of limited use to the tribe. Although the tribe would
like to be able to compare its data with that of other tribes, there is no mechanism or resource to
do this.

Reliance on unwritten protocols: Although there are currently no written polices regarding the
collection, use, or sharing of data, the rules are clear and understood by tribal members, tribal
agencies, local university researchers, and others who have had access to data in the past or
the present.

Value of data: Data is collected by the tribe and used for Passamaquoddy Human Services,
budgeting, grant applications, conference presentations, training, and designing and budgeting
future programs. The tribe is also able to complete sophisticated longitudinal studies through the
auspices of a local university.

Summary

The Passamaquoddy Health and Human Services director and staff have been able to collect, analyze,
and interpret data collected on-site to meet the many needs of their own people and governing body.
Their system is a model for other tribes that want to create and maintain good internal records and
record-keeping methods.
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CHAPTER 6: ST. REGIS MOHAWK NATION

Case Study Subject Profile

The St. Regis Mohawk Nation is one of six members of the Iroquois Confederacy. The other five
members are the Seneca, Cayuga, Onondaga, Oneida, and Tuscarora Nations. The Mohawk reservation
straddles the border of the United States and Canada along the St. Lawrence River. It spans parts of
two counties of New York State (St. Lawrence and Franklin) and two provinces of Canada (Ontario and
Quebec). Inthe United States, the reservation includes approximately 14,000 acres and in Canada
approximately 7,500 acres. Tribal councils have been created on both sides of the reservation, with
three chiefs, three sub-chiefs, and a tribal clerk on the American side and one elected chief and 11
councilors on the Canadian side

The inclusion of the St. Regis Mohawk Nation was based on three key factors. First, it is a reservation-
based tribal community with an over 200+ year history with the federal government. Second, it is a
Nation that is split by an international border where data issues and political boundaries intersect with
negative consequences (while few tribes are split internationally, several are split among states). Third,
the Mohawk Nation has a long history of providing services, of strong advocacy in working with the state,
and of maintaining the strengths of its traditions and language.

Findings

According to child welfare and human services directors at the St. Regis Mohawk Nation, the data used
to apply for grants or that are sent to New York State for inclusion in statistical reports are generally
inaccurate. This is largely because of jurisdictional problems resulting from the fact that the Mohawk
Nation is located in both the United States and Canada. While there are about 1,400 children and
adolescents enrolled in the Mohawk Nation on the American side of the reservation, there are an
additional 4,000-5,000 in the Akwesasne part of the tribe on the Canadian side; while there are about
10,000 enrolled Mohawks on the American side, there are, in reality, 15,000-19,000 enrolled overall.
Children and adolescents move freely between the two sides of the Mohawk reservation and have
relatives, friends, and places to live on both sides.

American child welfare staff work informally with counterparts in Montreal agencies for transferal of
jurisdiction when appropriate, and both sides try to keep the other side informed of what is going on with
their cases. However, the number of children and adolescent members of the Mohawk Nation that
appear in data produced by the American side of the Nation and by New York State and the U.S. federal
government are consistently under-reported, even in federal U.S. Census Bureau data. The St. Regis
Mohawk Nation has been working to change the jurisdictional problems by bringing Canadian service
program administrators together with New York State representatives and the Nation. Their goal is to
obtain more accurate data and to improve service coordination.
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Although tribal leaders see the need for accurate data, they value cultural aspects of care more than
numbers when planning programs for their children. Having accurate numbers is secondary to knowing
the community and the needs of children and families through knowledge of culture and tradition.

Data Systems

The St. Regis Mohawk Nation uses three large data systems operated by New York State to collect child
welfare data. Forms are kept on file at St. Regis, and electronic versions are sent to the state. New York
State sends monthly reports back to the Nation based on the numbers they submit, and information is
put into reports and graphs for internal use.

Each human service program also has an internal computer system that is used to generate data to be
sent to the human services director. Each program has a separate system with backups on disk. The
human services director gives each program discretion in developing its own policies, procedures, and
service delivery systems.

There are some basic criteria for forms, and these are based on the requirements of funders. Examples
of the type of information collected are number of persons in the household, foster care information,
contacts, caseload, incident reports, waiting lists, and such personal information as birthdays and social
security numbers. For some reports, name, address, gender, age, and diagnosis are included.
Information is collected on the servicing needs of a specific child (placement and prevention),
disabilities are identified, and sometimes “everything on the family unit” is sent to the state. Information
on abuse and neglect is collected by the state workers who accompany the Mohawk staff on
investigations. The Nation also collects and maintains their own data.

Relationships, Accountability, and Ownership

Entities that fund programs for the St. Regis Mohawk Nation can audit the systems they fund, but the
Mohawk Nation owns the data. The state of New York has full access to records and data are routinely
shared with the state without hesitation. However, there is some concern about how information is
handled once it gets to the state. Occasionally the state has misplaced data submitted by the Nation.
For example, a recent Child and Family Service Review (CFSR) report produced in New York State, for
example, did not include data from the Mohawk Nation, even though St. Regis had submitted it.

The state sometimes complains that the numbers the tribe provides are incorrect. This was especially
true in the past when the Nation did not provide accurate data to New York State because of concerns
that families had about sharing their personal information. These concerns have faded as families have
seen that sharing of information has benefited them.
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Concerns about accurate data are further complicated by the fact that the region is located in an
international border. As one interviewee commented, “It's all perspective. As soon as you say
‘international,” immediately, because of a lack of education, people are hesitant to move into that area.
Nobody has that experience.”

The Child and Family Service Review (CFSR) process has led to improved relationships with the state,
as the states need to demonstrate coordination with American Indian/Alaska Native tribes as part of their
compliance process. The Mohawk Nation has served as a model for other members of the Iroquois
Confederacy in dealing with the state in the Child and Family Service Review process.

The relationship with the government of Canada is more complex-as both the American and Canadian
officials must be involved-and “both have isolationist tendencies.” According to tribal administrators, IHS
does have an international agreement with Canada, but this does not affect other human service or child
welfare programs.

Use of Data and Data as a Resource

Data collected by St. Regis Human Services goes to the tribal council, and some information appears in
the annual newsletter for fellow staff. There is general reporting to staff on trainings and upcoming
events. Each human service unit sends a report to the director of human services monthly.

Some data are used to write grant proposals. For example, a recent application for an intergenerational
day care program included the number of children currently on a waiting list for day care in order to
verify the need for program expansion.

Data are used to some extent for budgeting decisions. Numbers are used to identify the level of need in
different areas. However, need is not normally questioned and is not driven by numbers. If more cases
are added, administrators submit the numbers for reimbursement, and the additional cases are
supported financially. One interviewee stated, “The state sees that and does not question it.”

When agencies, organizations, or government offices want to collect data from the St. Regis Mohawk
Nation, they must go through the tribal council. Recently the Administration for Children and Families
(ACF) of the federal Department of Health and Human Services wanted to conduct an on-site survey.
Generally, the Nation is skeptical about federal and state agencies and does not want to release or give
access to demographics. The director of human services met with the tribal council, and it was decided
that, as a result of their positive experience with the CFSR, the Nation could benefit from the survey.
ACF was given permission to collect data directly on-site.
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Lack of Data and Barriers

According to staff interviewed at the St. Regis Mohawk Nation, data alone have not been able to
describe the needs of their children. Because of the data inaccuracies explained above, data tells the
story only to a limited extent. The larger story requires qualitative data which more accurately describes
a balance between cultures. “Just looking at the numbers doesn’t show why kids are at risk and why
there is dysfunction,” said an interviewee. The reasons are largely attributed to the past. The placement
of large numbers of children in residential schools has led to parents who lack parenting skills. Today,
people have to work non-traditional hours, children are sent off-reservation due to educational needs,
and this leads to culture shock. There is an inherent dysfunction due to a lack of balance between
mainstream values and values rooted in the Mohawk culture. Said one interview participant, “These are
cross-systems kids.”

The most accurate and significant information that funding agencies need is not told through data. One
interviewee commented, “You need to educate them about Akwesasne and Mohawk culture and how it
pertains to the level of need, how the past relates to what we are doing now.” Staff at St. Regis felt that if
they could only get the idea of culture across to funding agencies, funders would understand the needs
of the children better than if they had accurate data for them.

When funding requests are made, the tribe wants to be able to say what is needed-often a variety of
traditional and mainstream approaches specific to the Mohawk way. The hope is that an understanding
of tradition and history by the funders will preclude the use of hard data to support Mohawk needs. In
the intergenerational day care grant application, for example, the need for the program was described
not only by the numbers of children on a waiting list but also primarily in terms of the intangible results of
giving young children regular access to tribal elders. The two programs, one for the elderly and one for
children, will be located in the same building with a common area in between. “Essentially, this type of
center will allow our Elders many opportunities to share their experiences, knowledge and our culture
with the children and child care staff.” (St. Regis Mohawk Nation, Application to NYS Office of Children
and Family Services, 2003)

Training and Staff Development

Training in data collection, entry, and submission is provided primarily by the New York State agencies
that want the data. Each discipline has different requirements for training and trains staff to meet the
needs of that agency. St. Regis would like to see more “train the trainer” efforts so that the tribe could
have an internal person to provide training for newly hired tribal members. The staff needs training in
order to handle a higher level of complexity in their child welfare caseloads, such as caseloads involving
group homes, but they have to leave the reservation to obtain this type of training as well.
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Themes

Themes arising from discussion at the St. Regis Mohawk Nation site are as follows:
Jurisdictional issues: Due to the fact that the Mohawk Nation is located in both Canada and the
United States, it is not possible to obtain accurate population-based data. The tribe is working
with counterparts in Canada to improve the efficiency of services and accuracy of data.
Value of data/ Value of cultural considerations: Tribal leaders see the need for accurate data,
but value cultural aspects of care more than numbers when planning programs for their children.
The Mohawk Nation would like to be able to explain need to outside agencies based on history
and tradition rather than on statistics. Within the community, data has not been used to define
need; rather, need is based on cultural understandings.
Relationship with other agencies: The tribe sends data electronically to New York State,
receives monthly reports back, and provides full access of its data to the state. External
researchers other than the state must go before the tribal council for approval of their research
proposal. Tribal administrators hope that culturally-based information on needs can be passed
along to funding agencies over time through networking and education by American
Indian/Alaska Native people and groups.
Tribal ownership of data: Funding agencies can access data for the programs they fund, but
the tribe owns the data.
Use of tribal data: Each internal unit of St. Regis Human Services has its own data reporting
system that is used to create monthly reports to the director. Data are used to look at trends and
changes in level of need and for grant applications. Data are used to look at trends and
changes in level of need and for grant applications. Data is also sent to the tribal council.
Training: Training in data collection and use is provided to the St. Regis Mohawk Nation by New
York State agencies that require the data. The Nation would like to obtain “train the trainer”
funding so they can have on-site trainers.

Summary

The St. Regis Mohawk Nation has been convinced of the efficacy of collecting data for the state; in
return, it has received funding for various human service programs and some aggregate data that is
marginally useful to them. The data are only marginally useful largely because of the international nature
of the Mohawk community, with half of the people located in the United States and half in Canada.

Staff use numbers internally to see where programs are going in terms of an increase or decrease in
program attendance and use, but overall numbers are not important to the function of the mental health,
child welfare, or other human services offices.

There is a feeling that numbers are not as important as culture and history in making a case for more
and better services to the tribe. Rather than presenting the numbers that funders request, the tribe
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would like to teach funding agencies how to understand the non-number-based Mohawk worldview. In
this scenario, an argument based on cultural realities would provide obvious evidence of need without
hard data.
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CHAPTER 7: POARCH BAND OF CREEK INDIANS

Case Study Subject Profile

The Poarch Band of Creek Indians is a segment of the original Creek Nation that avoided removal from
Alabama to the Oklahoma Territory. Having acted as allies to the United States in the war of 1812, the
band had been given a land grant by the federal government but had never been recognized as a
“tribe” until an act of Congress in 1984. Today, there are over 2,200 members of the tribe, 315 of whom
live on a small “checkerboarded” reservation near Atmore, Alabama.

Since federal recognition in 1984, the Poarch Band of Creek Indians have developed a comprehensive
set of education, housing, social, and health services, as well as successful economic enterprises.

In terms of federal recognition and funding, its services for children and families are fairly new.
Relationships with surrounding communities, the six counties with which they interact, and the state
government are also recent in terms of government-to-government relations. In only a few short years,
this tribe has developed extensive services and has relied heavily on data in its process of starting from
scratch and developing the operation of services.

Findings

Interviewers reported that the Poarch Band of Creek Indians regard gathering and maintaining current
data as “very, very important.” When describing how the tribe feels about data, respondents said, “It's
an accountability issue” and “It's about survival” of tribal programs and the “well-being of the
community.” Data have been important to the tribe since before its federal recognition in 1984. They
have had to “justify every need from scratch” and show that they could provide the needed services.

Interviewees reported that every funder wants data. Renewal applications require utilization data. Other
applications require demographic information and a justification of needs. As tribal programs have
grown, administrators and directors have learned that “data is not just for funders” but rather something
that is needed for planning and direction as well. The tribal planner reported feeling “very supported” by
the tribe’s belief and active efforts in data collection and use. Other respondents reported a desire to do
more by moving beyond demographics and service utilization to look at outcomes.

Data regarding children and families are in several forms and in several places. The tribal planning
office uses U.S. Census Bureau data and will use the new tribal census data. General community need
and demographic information is primarily kept at the administration level but is available across
programs for grant and contract applications. Service utilization, client data, and specific program
needs data appear to be kept at the program director level. Sharing such data across departments is
done but requires communication and coordination that is sometimes difficult to achieve when the cross-
departmental need for data is not well understood or clearly justified. Programs are “protective” of their
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own data. This is beneficial in protecting information that could be considered confidential but could be
a barrier to understanding and making maximum use of the data available.

Data Systems

In the 1990s, the Poarch Band of Creek Indians recognized the need and value of technology to collect
data. Beginning with a domestic violence prevention grant, tribal social services began using a program
called “Case Watch.” Although the program has never reached its hoped for potential of cross-
departmental data sharing, it has been a vital source of information for reporting service need and
service utilization data. The tribal health program uses the IHS data system and has staff assigned to
the collection and storage of data. Recently, the tribal court system was awarded a grant that will allow
them to automate their records, which will help improve data collection and use involving legal matters.

Respondents report that, while investments have been made in software, the lack of a larger network
and a way to share data across programs, systems, and even jurisdictions means that the data systems
are fractured and less efficient and effective than would be ideal. No policies exist and each program
owns and is responsible for the maintenance and security of its own data. Persons inside the tribe
seeking data would begin their search with the department head, who maintains pertinent information.
Decisions about providing data to others are made on a case-by-case basis and approached with
caution.

As the tribe’s need and capacity for data grows, respondents indicated that technical assistance would
be beneficial to ensure consistent and effective systems and use of data.

Data Relationships, Accountability, and Ownership

The key informants interviewed were not directly aware of data relationships outside the tribe. They did
surmise that the public schools, county government, and state vital statistics all collected data regarding
tribal members, but no mechanism currently exists to obtain data from those sources for meaningful use
by the tribe. One respondent indicated that confusion of roles between tribal and county and state
services can complicate data gathering. For example, service utilization data may be duplicated in
some service areas. Discussions regarding ownership of data have not been initiated, and cross
jurisdiction sharing of data is seen as an area for potential development.

The most common type of data relationship that currently exists is with funders the tribe works with-
however these data relationships are currently one-way. That is, the tribe provides data in the form of
reports, but funders do not provide meaningful information in return. Such information would be helpful
to the tribe in planning, looking at trends, and responding to needs more effectively.
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Key informants indicate that, in the past, some data have been misused by outsiders. Based on the
unfortunate lesson of the past, the tribal leadership became justifiably guarded about sharing data. For
example, participation in this case study came only after a tribal official screened the project, reviewed
the interview questions, and received assurances of tribal participation in reviewing the results before
publication.

Use of Data or Data as a Resource

The Poarch Band of Creek Indians primarily uses data for strategic planning, funding, and development
purposes. Key informants reported a desire to move toward the use of data for program planning and
prioritizing, policy development, and evaluation. Respondents indicated that training and technical
assistance are needed to achieve broader uses of data in the future. As a general theme, key
informants reported using data found throughout the community for several reasons, including most
notably for funding.

Funding Development

Currently, the data focus of the Poarch Band of Creek Indians is on assessing needs and justification of
funding requests. The tribe has been very successful in attracting national grants. In 1996, the tribe
contracted with an outside firm to conduct a needs assessment. The data from this assessment is still in
use but is now seen as old and out-of-date. To keep the tribe competitive in grant applications, the tribal
leadership felt that it was necessary to update this data. A decision was made to conduct a tribal
census as a way to gather the necessary information. This tribal census is currently in the data analysis
and report preparation phase. It will inform the tribal government about the needs of tribal members and
will support the development of a 20-year strategic plan.

Interviewees felt that program data will become even more important in the near future. As the tribe
becomes more successful in its economic development enterprises, it will generate its own sources of
revenue to support programs. There is a recognition that decisions regarding budget priorities will
increasingly need to be informed by data at the program level.
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Lack of Data and Barriers

External Barriers

As cited earlier, agencies serving tribal members do not currently share data. There is currently no
mechanism for the tribe to consistently receive data on education, mental health, juvenile justice, or
other services provided by county, state, or private agencies. Even if data agreements could be
reached and data shared, informants worried that the data would not be reliable due to tribal members
not being identified as “American Indian/Alaska Native” in the existing non-tribal service data available
from external sources.

One respondent indicated that more attention to forming relationships with other agencies and
jurisdictions that collect data would be beneficial to the tribe.

Internal Barriers

The tribe is now in the process of analyzing its tribal census. Until that is complete, grantwriters are
relying on data from a 1996 study. Interviewers indicate that it gets harder to attract funding the older
the data gets. The tribal census was a large investment of time and resources but will eliminate the
problem of insufficient local data for a while.

Resource and Capacity Barriers

Software programs are assigned to programs as they are needed, instead of connecting all human
service agencies and offices to a larger network where data could be shared or analyzed across
programs, yet some funding sources require reporting data from across programs. For example, a
prevention grant may require coordination between law enforcement, social services, and the courts.
Each agency provides some services, and each collects its own data. When reporting on services, it is
a challenge to get an unduplicated count or to ensure that all services are reported.

One respondent felt that training on how to make better use of the data that does exist, such as U.S.
Census Bureau data, would be beneficial.

Lack of Data (Existence and Accuracy)

Another barrier to the effective use of data reported was the incomplete count provided by the national
U.S. Census Bureau enumeration. While the tribe had high hopes that the 2000 U.S. Census would yield
much needed data locally, results were disappointing.

Respondents felt that on some occasions, a lack of current and reliable data contributed significantly to
failed grant proposals. Program directors worry about the use of numbers that are “estimates” and feel
that the risk of overstating need should be avoided. As stated by one respondent, “Credibility comes
with good data,” and “funding follows credibility.”
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Training and Staff Development

Training in data collection and use has been specific to various software applications, grant reporting,
census taking, and compliance with HIPAA-not part of ongoing staff development. Key informants felt
that more could be done to ensure that training was provided across all tribal departments. Training on
how to access US Census Bureau data, how to use and interpret data, and how to look at trends were
ideas offered for training topics desired by the respondents.

Themes

There are several themes and issues connecting the interviews:
Data is highly valued: The tribe sees data as a high priority.
Importance of funding: Tribal funding depends on accurate and timely data.
Control of data: Data ownership and use is valued by the tribe and among its departments.
Self-reliance: Relying on itself to generate, maintain, analyze, and report its own data is valued.
This is evidenced by the recently conducted tribal census.
Significant fear of misuse: There is a significant fear of misuse and distrust of outside data
collectors or researchers based on past experiences.
Automated data systems: Automated data systems are valued and used but present
challenges for cross-departmental data usage and coordination.
Lack of written policies: With the exception of HIPAA compliance, the tribe currently has no
written policies about data, but strong norms and values that guide practice.
Need for relationships: Stronger data relationships with others who collect data would benefit
the tribe.
Desire for formal training and capacity building on data: There is a desire for formal training
and capacity building on data. This includes data collection, analysis, and use, which are
currently lacking but strongly desired.

Summary

The Poarch Band of Creek Indians has successfully used data and has recognized its power and value
in the development and expansion of tribal services. The strong value on data is expressed in the tribe’s
caution about sharing data with outsiders and by its decision to conduct its own tribal census. The tribe
has taken advantage of and benefited from technology but faces a new generation of challenges
regarding the most efficient and effective use of that technology. The Poarch Band of Creek Indians are
anxious and poised to use data more extensively and more effectively and are constantly striving to
build their internal capacity to control their own story.
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CHAPTER 8: SUMMARY OF CROSS-SITE FINDINGS

Summary

The health and overall wellness of American Indian/Alaska Native children continues to be threatened by
a lack of services, and this lack of services appears to be linked to a lack of information about the needs
of tribal children and communities. Policymakers at the tribal, state, and federal level need information
about where to spend valuable and limited resources. This type of information has, to date, been
seriously lacking or compromised by several factors. These factors include the following: poor
relationships between tribal and state governing bodies leading to a lack of data-sharing; inadequate or
incomplete data collection by federal agencies, such as the BIA or IHS charged with data collection;
lack of resources at the tribal level to collect and analyze data; and a history of tribal distrust of outside
researchers based on misuse or misrepresentation of data in the past. The result is that little accurate
data exists regarding the needs of American Indian/Alaska Native children.

This project surveyed five tribal communities in order to outline the extent of the problem of data
collection and to suggest ways to rectify it. The five communities were:

Feather River Behavioral Health Services

Portland, Oregon, Urban American Indian/Alaska Native Community

Passamaquoddy Tribe, Indian Township

St. Regis Mohawk Nation

Poarch Band of Creek Indians

Findings are presented in these areas: values underlying data collection; tribal policies; existing data
systems; data relationships with outside groups; data as a resource; impact and barriers regarding lack
of data; and training and staff development regarding the use of data.

The study found striking similarities across these disparate sites. These include the following:
Accurate and reliable data that respect confidentiality are highly valued.
These sites have dedicated considerable time and resources to data collection, with strong
results.
Lack of resources has led to some creative solutions to data collection.
The use of tribal data has led to improved relationships with other jurisdictions.
Data that are collected by American Indian/Alaska Native communities or agencies continue to
be seen as inaccurate or unreliable by other jurisdictions.
Data provided to funders by tribes are seldom returned in a useable form.
Redundant data entry is required by the many overlapping systems of data reporting required of
tribal sites.
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Negative historical experiences with outside researchers is universal and leads to reluctance to
participate in more studies.

Inaccurate and unreliable data from outside sources are sometimes used to the detriment of
American Indian/Alaska Native programs.

Tribal data collection is driven by a strong leader, acute need, or funder expectations.

Policies, coordinated data systems, and integrated training approaches in data collection and
analysis have generally not been developed at these sites.

Underlying Values

Values about data among the five case study sites were strongly consistent with few exceptions. All
sites but one reported a high value on data, with two of the four going beyond to provide examples of
appreciation or prioritization of data collection and use. Several respondents were enthusiastic,
describing their data collection and use efforts as “exciting.” The fifth site reported an appreciation for
accurate data but also reported that problems with reliability and accuracy of existing data precluded
them from being able to value data as much as they would like to currently. The same site reported
valuing their own indigenous cultural knowledge as a form of data but felt that it was unvalued by others.
Two sites expressed a direct link between life and death for tribal members and the availability of data.
Two others linked the availability of reliable data to the survival of programs.

Four of five sites are actively engaged in self-directed data gathering, and the fifth is involved with data
collection for reporting purposes. One site expressed a strong sense of pride in the successes
achieved in data collection, use, and related outcomes. Another site self-initiated a tribal census to
close gaps in existing data and to ensure quality control and availability while another site reported that
reliable data collection was a necessity.

All of the participating sites share a value on and prioritize control of their own data and are strongly
protective of their data and the confidentiality of their clients and/or tribal members. One site’s
protection of its data has reportedly tempered over time as control of data has empowered services.
This community expressed a value for helping others, (e.g. county, private agencies) with quality
relevant (non-identifiable) data. Despite valuing control of their own data, two sites reported valuing the
use of outside evaluators to enhance the collection and use of data.

Four of five sites actively use data in multiple ways. Three of those expressed having a larger vision for
the collection and use of data. Data was viewed as informing decision making, giving a competitive
advantage, and providing a communications tool.

The consistency across the five case studies indicates a great deal of awareness, appreciation, and
action regarding data and its collection. The common themes regarding the protection and control of
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data and the perceived link between data and community well-being indicates that a value base has
developed among these communities that supports a high level of sophistication and focus on data.

Policies regarding data, including its collection, storage, ownership, use, and how it is shared, are
limited to specific situations and compliance with the HIPAA. Departmental or funder-specific policies
and/or procedures are generally funder or situation-driven. Even though general written policies are not
well developed among the study sites, strong norms and protocols and practices that conform to those
norms are consistent across all five sites studied.

Data Systems

Every one of the study sites had some form of automated data systems. Two sites had systems that they
had developed, and a third was in the process of developing one themselves. Each expressed
satisfaction with their systems. All sites reported having data systems provided by at least one funder,
and some have several. Four out of five sites report multiple data systems across various departments.
Three out of five report on multiple data systems for the same programs that requires redundant entry.
Study sites also reported not being able to manipulate, analyze, or report data in systems that are
provided by funders, and two sites commented that they transfer data manually from outside systems to
tribal systems for analysis or internal reporting purposes.

The most common data systems record service utilization data by program, funding sources, or
department. Data elements/fields and entry procedures are primarily funder-driven in four sites. One
site has involved the community in the definition of data fields. This community works with an outside
contractor who has provided technical assistance in the development of its system.

Data Relationships, Accountability, and Ownership

Despite their diversity, the study sites share several common issues with regard to data relationships.
Four of the five of the sites reported having relationships with other jurisdictions or institutions that collect
data about the tribal or urban American Indian/Alaska Native service population. One reported currently
having no such relationships. Each of the respondents reported that little or no meaningful or usable
data comes back to the programs once shared. One site reported that only since the tribal program
began to take the lead in sharing data have outside agencies been forthcoming with their data. Two
sites reported several problems with outside agencies or institutions providing inaccurate data about the
tribal or urban American Indian/Alaska Native service population. This is most problematic when policy
or funding decisions are made based on the undercounts.

All five of the study sites reported a strong sense of ownership of their data. In two of the sites the sense
of ownership is expressed primarily at the program level, and in the other three, it is primarily expressed
at a community wide level. Each site is very guarded about allowing outside researchers into the
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community due to negative past experiences. Each site has developed strong and expressed norms
regarding sharing data outside the community. Most make decisions about sharing data outside on a
case-by-case basis, and three of the five reported having a process for approving such a request. One
site reported that the criteria for such decisions are informal, but one aspect considered is whether a
value is returned to the community.

All sites gave indication that political relationships and data relationships are closely linked. Four of five
sites report negative experiences with outside data gatherers, less than reliable data about their
community being used in policy decisions, or data being used politically against their programs. Two
sites pointed to the inaccuracy of U.S. Census Bureau data.

One site reported having seen improvements in the data reported by mainstream agencies as a result of
tribally initiated efforts to improve data relationships.

Data As a Resource

All five sites reported multiple uses of data. All sites use data for reporting service utilization data to
funders. All sites also reported use of data for grant proposals. All sites reported using data for
guidance in program planning and setting program priorities. One tribe has recently conducted its own
tribal census to secure data for planning and development purposes. Three sites reported using data to
guide budget decisions or to support budget recommendations.

Four of the five sites reported using data in community information and education activities. Two of
these sites make use of program or tribal newsletters to share data. Two use data to create internal
reports that are used in community education, staff training, or partner education. Two of the case study
sites reported using data for conference presentations outside of their communities.

Two communities said that data is used in political and funding advocacy primarily in local jurisdictions.
For example, data may be presented as part of testimony during budget hearings or contract
negotiations.

Finally, three study sites reported using data in program evaluation. Two contract with outside
consultants, and one has worked with a third party contractor evaluating federal grants. All three study
sites have developed a value on evaluation and have engaged in evaluation activities

Lack of Data: Impact and Barriers

Programmatic and Budget Impacts
Four of the five case study sites mentioned a history of denied grants or lost funding that they attribute in
part to a lack of available data. The urban community felt an immediate and pressing need for reliable
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data in order to compete for funding in a diverse environment where competition for funding is high.
Two tribal communities viewed the availability of data as a survival issue, in one case for individual
children and families and the other for the operation of programs. Two communities pointed to having
data in the form of indigenous knowledge and knowing their communities but acknowledged losing out
on funding because their knowledge was not in a form that meets the expectation of funders. These
sites felt that culturally based information needs to be accepted along with hard numbers.

Reliability and Credibility Issues

Inaccuracy of existing data available from entities outside the study communities is seen as problematic.
When the data outside is inaccurate, for example, based on undercounts, service population needs are
underreported. As a result, needed services are hard to justify. Study sites report that they are
frequently in a position to have to use inaccurate data in grant proposals. Some reject the unreliable
data and use their own anecdotal knowledge, which is often rejected as not reliable.

Three of five sites pointed to problems with credible data collection by non-American Indian/Alaska
Native agencies and jurisdictions with the result being that important policy or funding decisions are
made on the basis of inaccurate data. Primary among the problems cited was the failure of mainstream
agencies to identify and count American Indian/Alaska Native people.

Another major barrier to having effective and reliable data was the failure of funders to return accurate or
reliable data to the community. One study site even reported that data they submit to funders comes
back in reports that lump the American Indian/Alaska Native data into “other,” thus rendering their data
collection efforts useless.

As mentioned above, two communities reported having culturally based information or narrative
(storytelling) approaches to data rejected by funders on the basis of it not being sufficiently credible.
One site that had engaged in extensive use of data has had its data attacked by funders and competing
organizations as suspect. The inference understood by the site was that an American Indian/Alaska
Native organization cannot manage data or be trusted to provide credible data. Most sites felt racial
and cultural stereotypes negatively impacted their ability to have their data accepted as credible and to
compete with outside data however inaccurate it was. Three sites reported exercising care and caution
to ensure integrity in their data systems and reports so as to make them credible and defensible against
prejudicial attack. Two sites use outside non-American Indian/Alaska Native contract providers in part
to bolster credibility.

Resource and Capacity Issues
Four of the five sites discussed resources as a barrier to having adequate data. One community felt that
many problems would be solved if they had the resources to have a network that could link all of their
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departments and programs in a comprehensive approach. One site felt that the more that they got into
data, the more they saw that could be done, but there are just not enough resources to do what needs to
be done. Four of the five sites reported building internal capacity for data collection, storage, and use.
One site said that as capacity grew, many of the internal barriers were overcome by experience.
Community education and buy-in were cited in two communities as important resources that support
data.

Practice/Methodology Issues

Three of five sites discussed practice and methodology issues as barriers to effective data collection
and use. One cited problems with fitting data collection into the delivery of traditional services. Another
reported hiring its own consultant to analyze data to ensure that data interpretations were culturally
based. The third site discussed problems with sample size, lack of availability of culturally appropriate
instruments for evaluation, and difficulties with getting approval from an outside institutional review board
regarding human subjects protections.

Training and Staff Development

When asked about training and staff development regarding data, all five study sites indicated that
training happens as needed, with focus on specific systems or departmental need. Three mentioned
training on HIPAA compliance as a specific circumstance where training has been provided. Two study
sites have provided training that could be characterized as big picture because of an emphasis on
addressing issues such as why data is important and what roles various staff play in accuracy, quality,
and confidentiality. Four of five sites expressed a desire for a more organized approach and a higher
level of training or capacity with regard to data. Respondents generally wanted more skills related to the
analysis and reporting of data. Four of five sites also expressed a need for or appreciation of outside
technical assistance to support building a greater capacity for data collection and use. Respondents
from one community focused on the lack of resources for such training as a major barrier to
development.
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CHAPTER 9: CONCLUSIONS AND RECOMMENDATIONS

Conversations with the study participants reveal a substantial interest, enthusiasm, and dedication of
time and resources related to data. Study sites with extensive development in the collection and use of
data have achieved strong results. In addition, cultural history and tradition are used, along with data, to
modify and plan programs for children.

Issues
Inaccurate and unreliable data: Data about American Indian/Alaska Native service populations
by outside jurisdictions or agencies is viewed as chronically inaccurate or unreliable and
presents a major difficulty to American Indian/Alaska Native communities seeking to use data for
development, planning, or advocacy purposes. Inaccurate and unreliable data is sometimes
used politically against American Indian/Alaska Native programs, particularly when resources
are scarce and the American Indian/Alaska Native service population is in a competitive
environment for resources. Efforts to control and use data in site communities are sometimes
challenged by mainstream agencies, governments, or funders as unreliable due to reasons that
range from racial stereotypes to sample size or methodology.
Data produced in response to funding agencies: Data provided to funders by American
Indian/Alaska Native programs in our study sites seldom, if ever, returns to the community in a
form that can be used effectively for development, planning, or advocacy purposes. The tribal
communities and American Indian/Alaska Native organizations in the study sites work with
multiple data systems required by different funders. These programs reported having to enter
data numerous times and often in unnecessary amounts to satisfy the requirements of each data
system. Because many of the systems are incompatible with each other, for a tribe to ensure
future accessibility to their own data, they often have to keep their own record. This adds to the
multiple times data is entered.
Past negative experiences: Negative historical experiences with outside research and data
collection are universal and strongly shape current perceptions of and willingness to participate
in such projects.
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Challenges: While strong norms have developed in the study sites, comprehensive policies,
coordinated data systems, and integrated training approaches have not yet been developed.
Communities that participated in the study are confronting difficult data-related challenges in
both demanding and resource-poor environments. This set of circumstances seems to be
generating a variety of creative and sophisticated solutions.

Efforts: Communities that have taken the lead in collection, control, and use of their own data
have leveraged stronger and more fruitful data relationships with other jurisdictions. Data efforts
in study sites are often driven by a strong leader, acute need, and/or funder expectations.

Recommendations

The recommendations from this study are aimed at a variety of key stakeholders. First, there is an
important role for both the foundation community and government to support capacity building efforts
among tribes and among non-American Indian/Alaska Native agencies gathering and reporting data.
Second, some recommendations are for the consideration of tribal and urban American Indian/Alaska
Native communities. Finally, some recommendations are for the consideration of non-American
Indian/Alaska Native data partners. Each stakeholder has an essential role in bringing about needed
change. Clearly, as several of the study sites demonstrate, when these issues are dealt with effectively,
everyone wins—particularly the families and children who need services and supports. Study sites have
demonstrated just how much is possible without specific funding. The following recommendations are
offered for consideration.

Recommendation One: Develop strategies to address the following issues:
Challenges of redundant data entry requirements
Getting meaningful data back to tribal communities from data partners and/or funding
sources
Negative use of data
Improving data accuracy and reliability regarding American Indian/Alaska Native service
populations reported by non-American Indian/Alaska Native agencies

Recommendation Two: Improve the quality, accuracy, and reliability of American Indian/Alaska Native
service population data reported by non-American Indian/Alaska Native jurisdictions and agencies by
doing the following:

Supporting improved data relationships

Promoting policies that require active and affirmative identification, recording, and reporting

regarding American Indian/Alaska Native service populations
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Recommendation Three: Advocate for and obtain support from foundation and government agencies to
enhance the capacity of tribal and urban American Indian/Alaska Native communities to collect and use
data by:
Developing peer-to-peer learning and dialogue opportunities around this emerging issue
Developing and disseminating “promising practices” in tribal data collection and use via
literature and conferences
Supporting the development of model comprehensive policies that address data collection
and use at the tribal level
Supporting technical assistance and training to tribal communities on tribal data collection
and use

We are in an evolutionary state, in which sovereign tribal nations are increasingly taking control of
research agendas. Securing tribal approval, designing research that also meets the needs of American
Indians/Alaska Natives and forming partnerships with societies that emphasize non-linear philosophies
and worldviews are challenging tasks that require time, patience, open minds, flexibility, and substantial
resources. Research practices that serve the multiple purposes of improving the lives of American
Indian/Alaska Native research capacities, contributing to science, and furthering the careers of
American Indian/Alaska Native and non-Native scholars are becoming realities.

Even as the number of American Indians/Alaska Natives with advanced degrees is increasing, American
Indian/Alaska Native communities will continue to depend on non-Native researchers for some research
needs (Ambler 1997). In response, tribal councils are increasing their control over the research that is
conducted on their tribal members by establishing a formal review process for research requests
originating from both non-Natives and American Indians/Alaska Natives (Swisher, 1993; Nason, 1996).

These recommendations include:
Supporting the development of strategies to deal with the smooth flow of accurate data
regarding American Indian/Alaska Native populations.
Improving the quality, accuracy and reliability of American Indian/Alaska Native service
population data by non-Indian jurisdictions and agencies.
Encouraging support by foundation and government agencies for enhancing the capacity of
tribal and urban American Indian/Alaska Native communities to collect and use data.
Participatory research is often most effective with this community, but often also the most time
consuming and costly approach.
Those that have unwritten, but clear protocols, might benefit by developing written policies
regarding the procedure outsiders must follow for the collection, use of sharing of data. Written
policies are an indication that the values expressed about data are being institutionalized.
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APPENDIX A
RESEARCH TOPICS AND QUESTIONS

I. Underlying Values About Data Collection and Use:

Tell me about the use of data concerning Indian children in your program, tribe, or agency.

Where is it used and how?

How does the program, tribal government, and community feel about data? What has the
history of data collection and use been in this community (e.g., key events, responses)?

What policies are in place around the collection, use, or sharing of data?
Which types of data regarding children does your (tribe, agency) use in their work?
Prompts
National/Regional/State Statistics

Community Profile Data (Reservation Demographics and Statistics)
Program Services Data

Il. Data Systems
How are data kept (i.e., collections methods and storage)?

Who is responsible for keeping the data?

Who owns the data?

How is information shared with those who need or request it?

I1l. Data Relationships, Accountability, and Ownership
- What data are you aware of being kept about your children by other entities?

Which of those data sources does your tribe or agency provide the original data?
What is done with the data collected by or reported to other entities?
Who owns the data?

Does the data come back to the (program, community, tribe, agency) in a usable fashion?
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IV. Use of Data or Data as a Resource
Tell me about some situations when you experience data as a useful resource.

How does data influence funding?

Prompts
Funding proposals and contract negotiations
Budget decisions
Advocacy and pubic awareness

In your experience, tell me how data informs policy and practice.

Prompts
Program and service design decisions
Program reports
Evaluation and quality control
Policy decisions and resource allocation

Assuming | had permission, if | wanted to influence public policy with data about the children
and families you serve, how would | get the data?

Prompts
Would the process require contacting several people and programs?
How well would the data describe your children’s needs?

V. The Lack of Data and Barriers
Tell me about a time when you really felt you needed data but did not have it.

What are the barriers to having the data you need?

What negative impact has your (tribe, program, agency, constituency) experienced from a lack
of one or more of the types of data we discussed?

VI. Training and Staff Development
What training does your staff receive about data collection, research, or using data as a tool or
resource?

What are the barriers to providing quality training to your staff?

Document Analysis

As part of this study NICWA would like to conduct a document analysis. Are there two or three
documents that could be reviewed for data content.. Such documents might include funding
applications, legislative testimony, strategic plans, program or grant reports. No document or data will
be disclosed and all documents will be returned. The purpose is to do a content analysis regarding how
data is used, presented, or needed or where reliable data is cited as lacking.
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Case Study Site

CASE |

Feather River
Behavioral Health
Services

REVISED MATRIX

CASE Il

Portland, Oregon
Urban American
Indian/Alaska Native
Community

CASE Il

Passamaquoddy
Tribe Indian
Township

CASE IV

St. Regis Mohawk
Nation

CASE V

Poarch Band of
Creek Indians

Geographic Focus

Multi-Tribe
Consortium

Urban Indian

Reservation

Reservation

Reservation

Inquiry Theme

Question Focus

Underlying Values

Data Systems

Relationships,
Accountability, and
Ownership

Data as a Resource

The Lack of Data
and Barriers

Training and Staff
Development
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APPENDIX B
MATRIX OF CROSS-SITE FINDINGS

The following matrix of findings summarizes the main findings from each case study in a table format.
The main topics depicted in Appendix B are geographic/jurisdiction, underlying values; guiding policies;
data systems; relationships, accountability and ownership; use of data and data as a resource; the lack
of data, impact and barriers; and training and staff development; and. Information depicted in Table 3
provides a summarized graphic of details provided during the case study interview process and
discussed throughout this report.
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Table 3. Matrix of Findings

Case Study Site

CASE |

Feather River Behavioral
Health Services

CASE Il

Portland, Oregon Urban
American Indian/Alaska
Native Community

CASE Il

CASE IV

CASE V

Passamaquoddy Tribe St. Regis Mohawk Nation Poarch Band of Creek

Indian Township

Indians

Geographic/Jurisdiction

Multi-tribe Consortium

Urban community

Reservation

Reservation

Reservation

Underlying Values

Expressed value and
priority on data

Survival issue

Sense of pride in data
collection

Active self-directed
collection

Vision for the role of data
Strongly protective but
value helping others via
data
Value control of own data

Multiple uses for data

View data as informing
decision making

View data as exciting
High value on confidentiality

Value outside evaluator

Expressed value and
appreciation for data

IActive self-directed
collection

Vision for the role of data
Strongly protective
Prioritize control of own data
Multiple uses for data

View data as informing
decision making

View data as a competitive
advantage

High value on confidentiality

Expressed value for data

High value on confidentiality

Active self-directed
collection

View data as a
communication tool

View data as informing
decision making

Strongly protective
Multiple uses for data

Rely on own data for
accuracy

Prioritize control of own data

Frustration with accuracy of
available data

Appreciate need for
accurate data

Active reporting of data

Value knowing the
community above numbers.

Prioritize control of own datal

Expressed value
Survival issue

Active self-directed
collection

Self-initiated census
Strongly protective
Multiple uses for data
High value on confidentiality

Prioritize control of own datal




Case Study Site

CASE |

Feather River Behavioral
Health Services

CASE

Portland, Oregon Urban
American Indian/Alaska
Native Community

CASE I

Passamaquoddy Tribe
Indian Township

CASE IV

St. Regis Mohawk Nation

CASE YV

Poarch Band of Creek
Indians

Guiding Policies

None currently

Strong norms

No written policy regarding
ownership of data

Strong protocol for approval
of outside data requests

Grant requirements

Departmental policies and
procedures

Protocol for transfer of data
with contractor

Grant requirements

Health Insurance Portability
and Accountability Act
(HIPAA) compliance and
confidentiality

Departmental policies and
procedures

Grant requirements
Leader defined norms
No written policy

Strong protocol for approval
of outside data requests

Departmental policies and
procedures

Outside requests screened
before tribal council

Data Systems

Automated, self-designed
system

Multiple funder-driven data
systems requiring multiple
entries

Community-driven data
fields

Outside evaluator and
supporting data system

Multiple data systems (state
and program) requiring
multiple entry

Automated

Funder-driven data fields,
policies, and protocols

Automated

Service utilization by
department

Funder-driven data fields

Multiple data systems (state
and tribal) requiring multiple
entries

Automated
Transfers state data to tribal
systems for manipulation

and reporting

Funder-driven data fields

Automated

Satisfied with software
applications

Multiple data systems for
various programs

Service utilization by
department

Funder-driven data fields




Case Study Site

Relationships,
Accountability, and
Ownership

CASE |

Feather River Behavioral
Health Services

Little reported data returns
to programs in a useful
form, depending on the

partner

Strong sense of ownership
of data

Strong norms regarding
sharing data outside

Decisions made on case-
by-case basis

Improved data relationships
by providing reliable data to
partners

Reliability of data collected
by others is lacking (e.g.,
U.S. Census Bureau, local

to programs in a useful form

agencies)

CASE

Portland, Oregon Urban
American Indian/Alaska

Native Community

Little reported data returns
- it is often inaccurate

Strong sense of ownership
of data

Strong norms regarding
sharing data outside,
including approval process

Negative history of data
used as a political tool
against American
Indian/Alaska Native
programs

Political relationships affect
data relationships

CASE I

CASE IV

Passamaquoddy Tribe St. Regis Mohawk Nation
Indian Township

Little reported data
returns to the tribe in a
useful form

Strong sense of ownership
of data

Strong norms regarding
sharing data outside,
including approval process

Negative history with
outside researchers and
misuse of data

Little reported data returns
to the tribe in a useful form

Strong sense of ownership
of data

Reliability of data collected
by others is lacking (e.g.,
U.S. Census Bureau)

Data shared on the basis of
its value to the people

A history of misused and
unused data affects trusting
others with tribal data.

CASE YV

Poarch Band of Creek
Indians

No current relationships
with others who collect data

No reported data returns to
the tribe in a useful form

Each department owns its
own data

Guarded about outside
research




Case Study Site

CASE | CASE 1l

Portland, Oregon Urban

Feather River Behavioral American Indian/Alaska

Health Services

CASE Il

Passamaquoddy Tribe

CASE IV

CASE V

Poarch Band of Creek

Use of Data and Data
as a Resource

Native Community

Multiple uses of data Multiple uses of data

Community information and

Internal and external
education

reporting

Service planning and Community information and

setting priorities education
Staff and partner training Budgeting
Reporting Service planning and
setting priorities
Advocacy

Advocacy
Grant proposals

Grant proposals

Evaluations Grant proposals
Evaluation
Conferences Evaluation
Training and Staff Ad hoc Ad hoc (related to specific | Ad hoc, department level

Indian Township

Multiple uses of data

Internal and external
reporting

Community education
Conference presentations
Budgeting

Service planning & setting
priorities

Staff training

St. Regis Mohawk Nation

Multiple uses of data

Internal and external
reporting

Community information
Grant proposals

Budgeting decisions and
setting priorities

Indians

Multiple uses of data
Development/grants
Planning and priorities
Reporting

Conducted tribal census

Development

systems)
HIPAA compliance

HIPAA compliance
Confidentiality
Expressed need for higher

Big picture, “why” training level of training

provided

Lack of resources to apply

Expressed need for higher to training

level of training

Expressed need for

Expressed appreciation for technical assistance

outside contractor

regarding the importance of

Expressed need for outside

specific to data entry
Big picture training
accuracy and role of data

contractor (technical
assistance)

(technical assistance)

systems

Ad hoc, provided by the
state on current data

Department-by-department
specific to entry

Expressed need for higher
level on training

Ad hoc
HIPAA compliance

Expressed need for higher
level on training

Expressed need for
technical assistance




Case Study Site

CASE |

Feather River Behavioral
Health Services

CASE

Portland, Oregon Urban
American Indian/Alaska
Native Community

CASE 1l

CASE IV

Passamaquoddy Tribe |St. Regis Mohawk Nation
Indian Township

CASE YV

Poarch Band of Creek
Indians

The Lack of Data:
Impact and Barriers

Mainstream agencies not
identifying or collecting
data, and not providing

data back to the tribe

History of lost grants due to
lack of data

Historically poor data
relationships improving

Culturally-based information
needs to be accepted as
credible

Data capacity and internal
coordination challenges

Sample sizes and
methodology challenges

Lack of culturally
appropriate instruments

Institutional review board
process is onerous

Lack of sufficient resources
for data

Prejudice and stereotyping
resulting in attacks on data
credibility

Data works against
advocacy when numbers
are small or inaccurate.

Competing needs of diverse
urban environment

Undercounting, i.e., failure
of mainstream providers to
identify “American
Indian/Alaska Native”

Lack of resources to devote
to data

Accuracy of existing data is
a hindrance

data partners not providing
meaningful data back to the

Barriers to internal data
collection have been
overcome with experience

Barriers exist with outside

tribe

The tribe has decided to
hire its own evaluator for
data analysis and
interpretation.

Available data has been

inaccurate (i.e., reservation
crossing the United

States/Canadian border)

Data does not tell the real
story, thus can be misused

Numbers needed are not
available, so services are
hard to justify

Difficulty fitting data
collection with traditional
services

Culturally based information
needs to be accepted as
credible.

Some grant applications
have been unsuccessful

Inaccurate or unreliable
data risks the tribe’s
credibility

Lack of common
network/software inhibits
comprehensive approach










