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ABOUT CPCM AND THE DATA INITIATIVE
The Center for the Prevention of Child Maltreatment (CPCM) was established in 2017 to develop
sustainable solutions to reduce child sexual abuse and maltreatment in South Dakota. CPCM is a
statewide program housed within the University of South Dakota (USD) School of Health Sciences. CPCM
aims to align local, tribal, state, and federal efforts in the fight against child sexual abuse and other
forms of maltreatment in South Dakota.
In 2021, through support from the South Dakota Department of Education, CPCM launched the State of
South Dakota Children’s Wellbeing Data Initiative (hereafter referred to as the Data Initiative). The initial
project spans from August 2021 to September 2023 and seeks to investigate data in South Dakota
surrounding the health and wellness of children for the purpose of:




Improving state‐ and local‐level tracking and monitoring of children’s wellbeing data in South
Dakota;
Improving statewide access to timely and relevant data on the wellbeing of South Dakota
children; and
Increasing state‐level data‐driven decision‐making to promote the wellbeing of South Dakota
children.

The Data Initiative supports the development of a dashboard of available data sources for key indicators
of children’s wellbeing and the publication of annual reports. CPCM has partnered with ParaUX Design
to create the dashboard, which is in the early phases of development. CPCM also partnered with
Benchmark Data Labs to publish the State of South Dakota Children’s Wellbeing Data Initiative: 2021
Annual Report. In preparation of this report, Benchmark Data Labs assisted with the design and
implementation of data collection tools and processes.
This inaugural report includes:
 A summary of findings collected via an electronic survey on data accessibility, gaps, and needs;
 Findings from a focus group held with South Dakota epidemiologists exploring common
facilitators and barriers to accessing and sharing children’s health data, data gaps, and issues
regarding data sovereignty;
 An overview of databases tracking South Dakota children’s wellbeing indicators; and
 An overview of the types of indicators being tracked.
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EXECUTIVE SUMMARY
Adverse childhood experiences (ACEs) are potentially traumatic experiences, such as neglect,
experiencing or witnessing violence, or having a family member attempt or die by suicide, that occur in
childhood (birth to 17) and can lead to immediate and long‐term negative health and social impacts
(Centers for Disease Control and Prevention, 2021).
According to the Centers for Disease Control and Prevention (2021), a critical first step in preventing
adversity in childhood is conducting surveillance, which allows us to understand the scope of the
problem, where and when childhood trauma is most likely to occur, and who is at greatest risk. The
purpose of the Data Initiative is to build a statewide surveillance infrastructure that ensures the capacity
to collect, analyze, and use children’s wellbeing data to inform South Dakota’s ACEs prevention and
response strategies.
To date, it has been difficult to assess the incidence and prevalence of ACEs experienced by youth and
adolescents, not only in South Dakota, but nationally as well. As noted, the primary source of ACEs data
comes from the Behavioral Risk Factor Surveillance System (BRFSS). The limitations of BRFSS data are
well recognized, which is retrospectively assessed among adults rather than among youth who are more
proximal to ACEs exposure (Centers for Disease Control and Prevention, 2021). Thus, there is a need to
identify alternative data sources for ACEs surveillance. Administrative and clinical data have been
identified as additional sources that could provide important data on ACEs, but these options have not
been fully explored (Centers for Disease Control and Prevention, 2021). These data also have their own
challenges in that individual types of ACEs traditionally exist in different administrative data sets (e.g.,
criminal justice data, vital statistics, substance use disorder treatment data, and child welfare data) and
these datasets are not typically linked. Additionally, many ACEs often do not come to the attention of
social services and public health systems and are therefore not captured by publicly available
administrative data (CDC, 2021). Consequently, little data on the frequency, intensity, chronicity, and
contextual circumstances of ACEs among youth are available (Centers for Disease Control and
Prevention, 2021).
The Data Initiative aims to increase our understanding of ACEs data in South Dakota and to build and
promulgate a statewide, data‐driven public health approach that engages essential partners in
identifying and implementing effective ACE prevention and response strategies.
Respondents expressed a desire for improved data collection and access for a number of indicators. A
summary of respondents’ data needs in each topic domain is provided below.


Family and community data: These include data on unregistered childcare providers, childcare
availability by county/community, child placements out of the home, Child Protection Services
(CPS) data, utilization of community services, outcomes of court proceedings (particularly for
human trafficking), and program/intervention evaluation data.
o



Environment and safety: These include adverse childhood experiences (ACES), human
trafficking, missing and murdered indigenous relatives, environmental exposures, access
to care (and barriers), quality of care, and historically disadvantaged communities.

Health data: These include mental health data (including barriers to access services), behavioral
health data (including the effectiveness of substance abuse treatment), recommended/required
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child screenings and interventions, data on disabilities and developmental delays,
immunizations, birth certificates, and data on birth defects.
o

Maternal, paternal, and caregiver health: These include prenatal care, maternal and
paternal health factors, maternal substance abuse, caregiver mental health,
participation in parenting classes, and maternity/paternity leave.

o

Infant and child health: These include infant mortality, birth defects, immunization rate,
chronic illness and pain, mental/behavioral health, suicide rates for children and youth,
substance use and sexual assault.



Education data: These include access to education data at the county level, early education data
(children under age 5), seclusion and restraints in schools, and educational preparedness.



Economic data: These include data on homelessness, poverty data at the neighborhood and
county level, childcare worker wages, county assessors, and resource distribution data.



Tribal data: These include access to reservation statistics, data on Missing and Murdered
Indigenous Relatives (MMIR), Indian Health Service (IHS) data, and enrollment of Native
Americans in programs and interventions.

Systemwide Gaps






Children not enrolled in systems that
collect data
Children in the child welfare system
Sexual orientation and gender identity
data
Disaggregated data
Racial and ethnic data

Data Collection Barriers
 Generationally impacted outcomes
 Genetics
 Legal issues
 Institutional racism
 Blood quantum

Data Infrastructure Needs


Continuum of data: These include compatible data collection procedures, population‐based
surveys, and national hospital record system participation.



Continued implementation of surveillance systems: This includes improved tracking methods,
applying findings to interventions, and securing sustainable funding and resources.

Data Dissemination and Translation Improvements


Researcher needs: These include data repositories, data request procedures, contact person,
and authenticated access and control of identifiable data.



Public and community audiences’ needs: There’s a need for improvements in how data is
returned to target populations. Data should be meaningful, include positive outcomes, offer
support for sensitive material, and educate the public on terminology and methods.



Policymakers needs: These include an increase in understanding of the importance and impact
of data sharing policies and procedures, increased funding for data dissemination and
translation, and addressing federally extractive data return.
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To address the challenges and opportunities described above, a robust, intentional, and collaborative
approach is required. Improving and investing in these data systems will have a lasting positive impact
on the health and welfare of South Dakota children. Any effort to improve the existing system should
involve a variety of stakeholder groups, including but not limited to researchers, service providers,
policymakers, tribal leaders, and the general public.
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SURVEY & FOCUS GROUP FINDINGS
The first step in selecting child welfare indicators is to assess the current child welfare data system in
South Dakota. CPCM and Benchmark Data Labs employed a variety of data collection methods to gain
insight from key stakeholders. These data collection processes were intended to inform long‐lasting,
sustainable solutions to ensure that South Dakota stakeholders have a more efficient way to access,
analyze, and interpret child welfare and health data. This report defines stakeholders as any person who
collects, interprets, or employs child welfare data for any purpose, be it as part of a surveillance system,
research, or to inform policy.
With this in mind, CPCM implemented a survey and a focus group.
SURVEY
PURPOSE
The Data Initiative launched a public survey for data users. The purpose of this survey was to gain a
better understanding of the children’s wellbeing data that South Dakotans use as well as the barriers
data users encounter accessing this data, their data needs, and data gaps. The survey was distributed at
the 21st Annual Community Response to Child Abuse Conference in Sioux Falls, SD as well as online via
the CPCM newsletter. Data was collected from 154 stakeholders across South Dakota. Question topics
included data habits, use, and barriers. Respondents represented a wide variety of data stakeholders,
from those who use data only occasionally to those who collect and use data for daily decisions or
programming.
PARTICIPANTS

Survey Questions Summarized in this Section:
 What South Dakota County do you live in?
 How would you classify your data user role?
 What types of data do you use most often in your profession?
A total of 154 people completed the survey representing 82 unique organizations located in 26 of South
Dakota’s 66 counties (see Figure 1). Two respondents indicated that they do not live in South Dakota.
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Figure 1. Map of survey respondents by South Dakota county (N = 154 total respondents)

When asked how they would describe their data user role, over a quarter of respondents (28%, n = 43)
indicated they use data to improve health, nearly one in six (16%, n = 24) apply data to a human services
profession, and nearly one in seven (10%, n = 21) use data for advocacy and/or policy development and
reform purposes.
The types of data respondents most often use are publicly available data (48% of respondents), data
collected from local agencies (43% of respondents), patient data (41% of respondents), service data
(40% of respondents), and provider data (30% of respondents). See Figure 2 for a breakdown of all
responses.
Figure 2. Types of data respondents use most often in their profession (n = 80)
Publicly available data

38

Data collected from local agencies

34

Patient data

33

Service data

32

Provider data

24

Internal performance data

16

Policy data

16

Tribal data

16

Other

4

Note. Responses to other include “locally collected data,” “population based surveys,” “death review data,” “student
demographics,” and “suicide data.” One person wrote, “There is very limited tribal data but I would like more information on
this.” This response was included in the tribal data category.
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FINDINGS
DATA ACCESSABILITY

Survey Questions Summarized in this Section:






What data are you unable to access that you wish you had access to?
What statewide data is not being collected that you wish was?
What data or data resources do you wish more people knew about?
What organizations or agencies do you request data from?
Of these organizations and agencies, which do you encounter significant barriers when
requesting data?
 Please describe the barriers you've encountered accessing South Dakota data regarding
children's health and wellbeing.

Participants were asked to describe the data they are unable to access that they wish they had access
to. A total of 72 people responded. Nearly one‐third of the responses (32%, n = 23) reflected a desire for
access to data regarding the family and social environment, such as the “number of children in out of
home care (residential programs, shelters, juvenile detention centers)” and “child maltreatment types
when the child has a disability and the type of disability.” One fourth of the responses (25%, n = 18)
expressed a desire for access to data regarding the physical environment and safety (e.g., “reoffending
numbers to treatment and to violent offenders”), and one‐sixth (17%, n = 12) reflected a desire for
access to various types of physical and mental health data (e.g., “data related to the effects of mental
abuse on children”). Surprisingly, only two respondents (3%) indicated they wished they had access to
tribal data. This was surprising because later in the survey, respondents report encountering significant
barriers when requesting data (see p. 9). (See Figure 3 for a breakdown of all responses.)
Figure 3. Data respondents do not have access to but wish they could access (n = 72)
Family and social environment

23

Physical environment and safety

18

Health

12

Economic circumstances

6

Education and childcare

6

Other

5

Tribal data

2

Note. Responses categorized as other include "none," "unknown," and "current information."
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Respondents were then asked to reflect on, "What statewide data is not being collected that you wish
was?" A total of 64 responses were received. One response, "fs" was excluded. Nearly a third of the
responses (30%, n = 19) indicated they wished statewide data was being collected on various family and
social environment indicators. Example responses are below. Please note that responses are reported as
they were written. Therefore, misspellings, improper grammar, and misuse or missing punctuation were
left as is. In addition, answers that were incomprehensible (e.g., “fs”) were excluded. Text that appears
in brackets was added by the authors to add clarity for the reader.
“Programs serving children from birth to five need a more comprehensive system to support families
and children and collect data on services offered. DSS just expanded with 211 the referral system to
support families looking for child care. I am hopeful this will provide data for the state on families
searching for child care and the available slots in that community.”
– survey respondent
“Number of children in foster care, how many in relative placements, how many in out of home care.
How many instate placements there are through Education, DSS, Court? How many kids that are in
placement are in state and out of state, weather these are DSS, court or education placements. What
are the dollars for in state and out of state placements?”
– survey respondent
“I am unsure if this data is collected or not. I feel it would be interesting to know of rural agencies,
including law enforcement (Sheriff's offices) or medical clinics, and how they respond to child
maltreatment, if they are aware of child advocacy centers in the state or the rates at which they
place a referral to CACs [child advocacy centers]. I also think it would be interesting to know the
prevalence of children in mental health services, as well as the amount of children referred to mental
health services but unable to access and why. Thirdly, I am interested in the population’s
perspectives on discipline, including physical discipline. Breaking up this data based on region and
identifying prevention efforts (education) that would be effective to reduce corporal punishment in
those areas.”
– survey respondent
One sixth of the responses (17%, n = 11) reported wishing statewide data was being collected on specific
health indicators, such as “behavioral health and SUD [substance use disorder] diagnoses prevalence
data” and “generalized behaviors of trauma affected children.” Interestingly, the same portion of
responses (17%, n = 11) indicated that respondents didn’t know what data was not being collected. See
Figure 4 for a breakdown of all responses.
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Figure 4. Statewide data that is not being collected but respondent wish was (n = 64)
Family and social environment

19

Health

11

Don't know

11

Physical environment and safety

9

Education and childcare

6

Other

4

Economic circumstances

2

Tribal data

2

Note. Responses categorized as other include "everything," "current information," "minority populations," and "sexual and
gender minorities."

When asked about the “data or data resources [they] wish more people knew about,” approximately a
third of the responses (33%, n = 21) expressed a wish for more people to be aware of existing data on
the physical environment and safety, such as “crime statistics,” “trafficking” data, and “sexual assault
charging rates.” Nearly a fourth of the responses (23%, n = 15) reflected a desire for more awareness of
data available about the family and social environment. Examples include “the incidence of child abuse
and neglect in the state and in the US,” the “DSS provider search,” and “211 and different partnerships
in the community that aren't publicly advertised but whose information is passed around by word of
mouth.” See Figure 5 for a breakdown of all responses.
Figure 5. Data or data resources respondents wish more people knew about (n = 57)
Physical environment and safety

21

Family and social environment

15

Education and childcare

6

Don't know

5

Health

4

Tribal data

4

Economic circumstances

3

Cross‐cutting

3

Other

3

Note. Responses categorized as other include "everything," "current information," and "grassroots data."

Respondents were asked to select from a list of organizations and agencies which they request data
from, and, of these, which they encounter significant barriers when making these requests. A
breakdown of responses is provided in Figure 6. Some respondents indicated they experience significant
barriers accessing data from organizations/agencies they do not request data from. Because of this, the
percentage of respondents encountering barriers may not reflect a true portion of respondents that use

Last updated on 6/2/2022.

11

that particular data source. For example, 20 of the respondents request data from South Dakota tribes,
but 26 respondents (130%) encountered significant barriers accessing tribal data, suggesting that some
respondents no longer request data from tribes due to the barriers encountered in the past.
Figure 6. Organizations and agencies respondents request data from (n = 79) AND organizations and
agencies in which respondents encounter significant barriers when requesting data (n = 60)
State social welfare services data

42%

Child advocacy/welfare program data

33%

State health data

21%

Shelters

44%

32

State education data

28%

32

Law enforcement agencies

45%

29

Clinics and/or hospitals

21%

29

SD Tribes

48
42
38

20

130%

State safety data

47%

15

Researchers/individuals

20%

15

State housing data

58%

Other

75%

12
8

Request Data

Barriers Encountered

Note. For the question on organizations/agencies they request data from, written responses to other include “as needed
information from schools,” “CES,” “court service's – DOC,” “Department of Human Services,” “family support groups,”
“probation and parole officers,” “registered & licensed child care programs to support the children and families that they
serve,” and “Tribal court.” For the question on which of these organizations/agencies they’ve encountered significant barriers
when requesting data, responses to other include “none” —written by two respondents, “normally, the state is very good
about providing the data they can,” “nothing really ‘significant’ at this stage,” “they may not have local or state specific data,”
and “UJS.”

When asked to describe the barriers encountered, over a quarter of the responses (26%, n = 12)
described barriers related to data availability. For example, one respondent wrote, “lack of availability
and inability to break down by large data sets and see more specific (i.e., by location).” Over a fourth of
the responses recounted barriers with the data request process. For instance, one person noted that it is
“difficult to get data sharing agreements in place, concerns with HIPAA and other related protections.”
See Figure 7 for a breakdown of all responses.
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Figure 7. Barriers encountered accessing South Dakota data regarding children's health and wellbeing (n
= 47)
Accessibility/availability

12

Data request process

12

None

6

Confidentiality

5

Response time

5

Data ownership

3

Inability to process data

2

Other

2

Note. Written responses to other include "none," "unawareness of resources," and "locating providers that work with
Medicaid."

DATA SHARING/USE AGREEMENTS

Survey Questions Summarized in this Section:
 To what extent does your organization or agency use data sharing/use agreements (meaning a
signed agreement between two agencies permitting access to data files using a defined set of
protocols)?
Data sharing is an important way to increase the ability of researchers, scientists, and policymakers to
analyze and translate data into meaningful reports and knowledge. Sharing data also discourages
duplication of effort in data collection and encourages diverse thinking and collaboration, as others can
use the data to answer questions that the initial data collectors may not have considered (University of
Chicago, 2011). Data sharing agreements and data use agreements are an important part of data
sharing.
A data sharing agreement is a formal contract that clearly documents what data are being shared and
how the data can be used. Such an agreement serves two purposes (University of Chicago, 2011). First, it
protects the agency providing the data, ensuring that the data will not be misused. Second, it prevents
miscommunication on the part of the provider of the data and the agency receiving the data by making
certain that any questions about data use are discussed (University of Chicago, 2011). Before any data
are shared, both the provider and receiver should talk in person or on the phone to discuss data‐sharing
and data‐use issues and come to a collaborative understanding that will then be documented in a data‐
sharing agreement. The most common types of data sharing agreements are incoming and outgoing
Data Use Agreements (DUAs) (University of Chicago, 2011).
A data use agreement (DUA) is an agreement that is required under the Privacy Rule and must be
entered into before there is any use or disclosure of a limited data set to an outside institution or party
(Stanford University, n.d.). A limited data set is a data set that is stripped of certain direct identifiers
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specified in the Privacy Rule (Stanford University, n.d.). A limited data set may be disclosed to an outside
party without a patient’s authorization only if the purpose of the disclosure is for research, public
health, or health care operations purposes and the person or entity receiving the information signs a
data use agreement (DUA) with the covered entity or its business associate (Stanford University, n.d.).
Over a third of respondents (34%, n = 27) are currently using data sharing/use agreements. Of these,
41% (n = 11) use them on occasion and 59% (n = 16) use them regularly. Nearly a third of respondents
(32%, n = 25) were unsure if their organization or agency use data sharing/use agreements (see Figure
8).
Figure 8. Use of data sharing/use agreements by respondents (n = 79)
Have never used

22%

Have used in the past
Currently using
Plan to use (or continue using) in the future
Don't know/unsure

16%
Occasionally

Regularly

34%

10%
32%

Note. Percentage totals exceed 100% since respondents could select more than one response option. Percentages are
calculated based on the total number of participants who responded to this question.

OTHER COMMENTS

“If it matters, it is counted. If we want to make improvements, we need to know where we
have been, where we are now, and where we want to be.” – survey respondent
Participants were asked, “Is there anything else you'd like to share with us regarding data access, data
needs, and/or data aspirations?” Seventeen responses were collected, including responses stating no or
N/A (n = 4) and thanking survey efforts and/or expressing interest in the project (n = 4). The remaining
nine comments related to desires for data collection and measurement reform (e.g., “how to redefine
data and success measurements that match the culture of the individual”), data access (e.g., CASA's
[court appointed special advocates] in SD should be able to access more data related to children we
serve within the court system”), and aspirations (e.g., “I know data collection by the state can happen
and be done well and completely, as it is done for finance and business related purposes”).
TAKEAWAYS
Respondents expressed a desire for improved data collection and access for a number of indicators. A
summary of respondents’ data needs in each topic area domain is provided below.


Family and community data: Survey respondents conveyed a need for data on unregistered
childcare providers, childcare availability by county/community, child placements out of the
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home, Child Protection Services (CPS) data, utilization of community services, outcomes of court
proceedings (particularly for human trafficking), and program/intervention evaluation data.


Health data: A number of respondents revealed a need for mental health data (including
barriers to access services), behavioral health data (including the effectiveness of substance
abuse treatment), recommended/required child screenings and interventions, data on
disabilities and developmental delays, immunizations, birth certificates, and data on birth
defects.



Education data: Respondents indicated a need for access to education data at the county level,
early education data (children under age 5), seclusion and restraints in schools, and educational
preparedness.



Economic data: Respondents expressed a desire for access to data on homelessness, poverty
data at the neighborhood and county level, childcare worker wages, county assessors, and
resource distribution data.



Tribal data: Respondents also showed a need for access to reservation statistics, data on
Missing and Murdered Indigenous Relatives (MMIR), Indian Health Service (IHS) data, and
enrollment of Native Americans in programs and interventions.

FOCUS GROUP
PURPOSE
To better understand the intricacies of the South Dakota child health and welfare system, a focus group
was held with epidemiologists in Pierre, SD on October 28th, 2021. Focus groups are semi‐structured
group interviews in which a small group of participants (group sizes range from six to 10 people), that
are homogeneous with respect to a shared experience (in this case, epidemiologists in South Dakota),
are guided through a discussion by trained moderators.
The focus group session featured questions five categories: data collection and distribution procedures,
data topic and geographic gaps, barriers in collecting, sharing, and distributing data, and data
sovereignty. These lines of questioning illuminated many aspects of the child health and welfare data
landscape in South Dakota. These discussions will help inform recommendations on how the South
Dakota data system can be improved for decisions makers, healthcare providers, researchers, and
ultimately improve outcomes for South Dakota children.
PARTICIPANTS & METHODS
Participants were selected based on their diverse child health and welfare specialties, their knowledge
of current data systems, and experience working across federal, state, county, and tribal boundaries.
Ten South Dakota epidemiologists participated in the focus group, and one epidemiologist participated
in a virtual interview due to a scheduling conflict. Two of the participants work at a tribal epidemiology
center, one is a retired tribal epidemiologist, and one is a retired tribal judge (a guest of one of the
participants). Three participants work at a large healthcare facility, four work for the State, and one
works at a university.
The focus group recording was transcribed and coded by Tracey McMahon and Callie Tysdal. Using a
constant comparison technique, transcripts were assigned codes to identify themes.
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FINDINGS
Focus group conversations revealed a complex data system, underlined by a variety of data contributors
and users with diverse interests and needs.
The following represents only the discussion held by the focus group and should not be construed as a
comprehensive evaluation of the South Dakota data system.
This section is organized as a series of challenges and opportunities present in the systems that collect
data on child health and wellbeing in South Dakota. They include data indicators needed for decision
making, systemwide data gaps, data collection barriers, and statewide data infrastructure needs.
NEEDED INDICATORS
The focus group collectively identified a large number of health indicators needed for their organizations
or others to make decisions. These data topics fall into five main categories: maternal, paternal, and
caregiver health, infant and child health, environment and safety, and mental/behavioral health. These
topic areas may already have some available data in South Dakota, but are either inaccessible,
unreliable, or unknown to focus group participants.
Maternal, paternal, and caregiver health: Focus group participants identified a number of data points
needed to illuminate parental health, behavior, and work environment.


Prenatal care: Data regarding who is and is not accessing care and the barriers they face in
accessing care (e.g., how long an expectant mother must drive for a prenatal appointment).



Maternal and paternal health factors: Risk factors present that could impact the health or
stability of a child.



Maternal substance abuse: This includes substance exposed pregnancies as well as ongoing
substance abuse after birth.



Caregiver mental health: Data on the mental health not only of parents but other adults who
provide care for a child.



Participation in parenting classes: Information on who is accessing parenting classes across
South Dakota.



Maternity/paternity leave: Data on paid and unpaid maternity and paternity leave.

Infant and child health: Though focus group participants focused more on how infant and child health
data is piecemeal in South Dakota, a number of physical health indicators were mentioned.


Infant mortality: Varying definitions of infant mortality (for example what constitutes still‐birth
versus a post birth child mortality) and lack of information about gestational age makes
interpreting what little data does exist on this topic difficult.



Birth defects: South Dakota currently lacks a birth defect registry. Currently birth certificates
only include birth defects detected within an infant’s first 24 hours. Without tracking this data,
physicians and epidemiologists are unable to identify trends, potential underlying causes, and
implement proactive interventions.



Immunization rates: This data would include geographic breakdowns.
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Chronic illness and pain: Though some systems collect information on reportable disease, one
focus group participant shared that doctors are not equipped with systems that track these
types of health issues.

Mental and behavioral health: In addition to the above physical health indicators, three mental health
and behavioral data sets emerged.


Suicide rates for children and youth: Though focus group participants realize the sensitive
nature of this dataset, they feel it is vital for understanding regional trends and improving
interventions.



Substance use: This data would include drugs and alcohol use by children and their parents or
caregivers.



Sexual assault: Data would include intimate partner violence and sexual assaults experienced by
minors.

Environment and safety. The following indicators pertain to the physical and home environment of a
child and safety concerns they may be faced with.


Adverse childhood experiences (ACEs): This data captures the potentially traumatic events that
occur in childhood, including violence, abuse, and growing up in a family with mental health or
substance use problems.



Human trafficking: Data regarding children who have been or are suspected victims of human
trafficking.



Missing and Murdered Indigenous Relatives (MMIR): Data regarding missing and murdered
Indigenous peoples.



Environmental exposures: Data that monitors the long‐term health effects from environmental
exposures to toxic substances or events.



Access to care (and barriers): Physical barriers to care, especially transportation.



Quality of care: Data regarding children who require specialized care or referrals and their
access to these types of care.



Historically disadvantaged communities: Data regarding the long‐term impacts of
discriminative policies, including forced relocation of Indigenous peoples and the traumatic
legacy of the boarding school era.

SYSTEMWIDE GAPS
Focus group conversations revealed a number of gaps in existing South Dakota data systems, especially
for certain populations and a variety of geographic and demographic breakdowns.
Children not enrolled in systems that collect data: Due to the largely unregulated childcare system in
South Dakota, there are few opportunities to collect data on children before they enter kindergarten.
Data gaps also exist for children that experience educational neglect (children who are eligible but not
enrolled or attending school).
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Children in the child welfare system: Few data points are collected on the characteristics of the children
that have interactions with the child welfare system, such as their mental or physical health and
socioeconomic status.
Sexual orientation and gender identity data: Health professionals in the group also emphasized the
need for composite data on youth sexual orientation and the need for expanded gender identity
definitions and response options. Participants emphasized that existing data collection systems do not
allow for the flexibility they need to collect information for these two indicators and therefore do not
adequately represent the population or inform interventions.
“So, I've had some experience with dealing with bisexual and transgendered persons, and it's difficult
to get any composite data to report because there's shaming and … the lack of whoever puts the
forms together to give options.”
– focus group participant
Disaggregated data: Focus group participants agree that there is a large need for data disaggregation by
geography, race, ethnicity, sexual orientation, and gender identity.
Racial and ethnic data: Epidemiologists also outlined the complexity of collecting and interpreting racial
and ethnic data, particularly in South Dakota. There exists a long history of misclassification and lack of
standardization of Native Americans in health and welfare data. For national surveys and research,
Native Americans are frequently classified as “other” which does not present an accurate picture of
health in South Dakota where 10.5% of the population identifies as Native alone or in combination with
another race (U.S. Census Bureau, 2019).
“So, I look at going back to the CDC, back in the 1990s where American Indian wasn't even a race. It
didn't even collect data from American Indian, it was all ‘other.’”
– focus group participant
Underlying all of these data gaps is the need for consistent and comprehensive population‐based
surveys and long‐term health outcomes tracking. Population‐based surveys, especially those regarding
minor children, are politically unpopular in South Dakota. Specifics on these data gaps are discussed
further in subsection regarding data infrastructure needs.
DATA COLLECTION BARRIERS
Focus group participants shared a number of data collection barriers they or others often face in South
Dakota. These barriers prevent the collection of equitable, reliable, and valid data.
Generationally impacted outcomes: Collecting data that captures generationally impacted outcomes,
(e.g., identifying children with fetal alcohol syndrome) can be difficult. Epidemiologists noted that many
parents are hesitant to share their behaviors or those of their parents that may impact their biological
children.
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Genetics: Tracking health outcomes or genetic mutations resulting from consanguinity in certain
populations presents challenges for physicians, epidemiologists, and researchers alike. One participant
shared:
“So sometimes there's like, almost like close relatives, and you get like a genetic mutation because
people are so, it's such a small community and people are related and are you willing to start talking
to the community about a very sensitive issue, like the genetics from consanguinity.”
– focus group participant
Legal issues: Data collection that can lead to punitive or legal action for parents and caregivers is also
difficult to collect. A number of focus group participants pointed to state policies that require healthcare
providers to report if an expectant mother is using a substance during pregnancy. This policy, if followed
by health care providers, can lead to the mother being jailed.
“Well, I think, yeah, the stigma and all the laws that are attached to that [maternal drug use]. I mean,
because I think it's actually like, legally, you can be put in jail if a mom is using during pregnancy.”
– focus group participant
Institutional racism: Focus group participants pointed out that institutional racism (policies that
systemically exclude populations based on race or ethnicity) also provides entrenched barriers to
collecting data about diverse groups.
“The lack of context of accurate history of how we got to where we are today and the development of
the policies that perpetuate the racism throughout everything is a big barrier.”
– focus group participant
“What it is, is that we have policies in place that serve as barriers to collecting or to providing services
in an equitable fashion.”
– focus group participant
Blood quantum: Blood quantum is a highly controversial measurement of the amount of "Indian blood"
a person has. Blood quantum is often used by tribes to determine eligibility for tribal membership, but it
also can impact a person’s sense of identity and whether they (and their children) are eligible for tribal
services and benefits (e.g., IHS services, tribal college scholarships, gaming revenue). Blood quantum
really emerges as a way to trace race between generations of Indigenous peoples starting at the turn of
the 20th century. The federal government, specifically the Department of the Interior, issues what is
called a "Certified Degree of Indian Blood." The degree of Indian blood, or blood quantum, is derived by
going back to the original enrollees of a tribe who were counted on Census rolls, and how their blood
quantum was documented (full blood quantum was most common at this time).
DATA INFRASTRUCTURE NEEDS
South Dakota, according to the focus group participants, lacks the basic infrastructure needed to collect,
share, and use data. This tactical weakness also keeps important data from reaching decision makers at
all levels, from organizations that fund and implement programming to policy makers at the local, state,
tribal, and national level.

Last updated on 6/2/2022.

19

Focus group participants shared that a robust South Dakota data system would include a number of
changes. These include a continuum of data, continued implementation of surveillance systems,
sustainable funding, and data dissemination and translation improvements.
Continuum of data: Child health and welfare data are collected by a large variety of entities, from health
care systems to government agencies and nonprofit organizations, each with their own topical interests,
methodological approaches, and dissemination procedures. This makes a comprehensive look at child
health and welfare a complex issue. The focus group identified a number of key needs that would help
unite existing data by indicator, population, or even across the individual lifespan.
“I always, I go back to thinking about linkage, different systems. We all have different pieces to the
whole, but none of us have that collective whole picture of what's going on with this child. And so, I
think for timely and relevant data to have an impact on the child's health, you have to have that
linkage.”
– focus group participant


Compatible data collection procedures: Many data points are collected without a common
framework in mind. Though this is not inherently negative, it makes it difficult to compare data
sets, even those pertaining to the same topic.



Population‐based surveys: National surveys lack data on rural areas and suffer from low
response rates in South Dakota. This often means South Dakota data is missing from national
conversations and inaccessible to entities in need of South Dakota specific data or comparisons.



National hospital record system: Focus group participants were in favor of South Dakota health
care facilities joining a national hospital record system. This would ensure data collection
procedures were consistent across health care provider and would allow physicians a
longitudinal view of a child’s health and welfare.

Continued implementation of surveillance systems: Focus group participants shared that surveillance
systems, data collection procedures intended to capture an issue in real time, and inform interventions
or solutions are frequently only partially realized in South Dakota. Many of these systems lack the
funding and resources needed to sustain the system and ensure that findings inform interventions and
improve health and welfare outcomes.


Improve tracking methods: Many surveillance systems implemented in South Dakota do not link
to one another, meaning that the data collected in one system cannot be compared with that of
another. Researchers suggest that finding a way to link surveillance initiatives and data
collection systems would enrich statewide understanding of health issues, causes, and
outcomes.



Apply findings to interventions: Researchers stressed that the key shortcoming of existing
South Dakota surveillance systems is that many fail to inform interventions. This means that
data is collected from populations but is not actually used to improve health outcomes. Focus
group participants suggested that this was often symptomatic of funding shortfalls and that
those funding surveillance initiatives greatly underestimate the cost it takes to implement a
system and apply findings to an intervention. Many say that by the time findings are ready to be
shared, resources have already been exhausted. Furthermore, many of the interventions a
surveillance system may suggest do not have natural funding supports within the target
population or community.
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“You don't want to look for things or for issues … unless you're really able to support what's
being found, right? Because you can't go to a community and say, you have this problem and
then the community has no resources to do anything about it. So, I don't, I'm not saying I
disagree or agree with what happened, but I think, I think it is a very true problem, because I
think if you go into a community and you find a problem and they don't then have resources
to address that problem, whether they want to or not, like that is an ethical issue, right?”
– focus group participant
Sustainable funding and resources: Many surveillance systems lack robust long‐term funding. Focus
group participants shared numerous examples of surveillance systems that are only funded for a few
years at a time. For many systems, it takes years to fully implement the data tracking system, let along
analyze the data, share findings, and inform interventions. This prevents these systems from improving
health outcomes. Additionally, researchers stress that funders constantly underestimate the true cost of
a surveillance system.
“And I just find that most of our surveillance systems fall short of being able to implement that last
piece just because of lack of funding so they can collect it. But then, to be able to have the resources
to actually—when you say data use, it's like we're really not doing full comprehensive surveillance if
we're not following it all, at least by CDC definition. If we're not getting it back up to the communities,
yeah, you’re data collecting, but you're not really doing surveillance in the whole data surveillance
process.”
– focus group participant
Data dissemination and translation improvements: Focus group conversations revealed a number of
improvements needed to make existing data systems more useful and impactful in South Dakota. These
improvements vary dependent on the targeted stakeholder group. Researchers need better access to
data systems and suppressed data. Public audiences need further education on data methods,
definitions, and how to use data to make decisions. Policy makers need a deeper understanding of how
policy impacts data quality and availability.


Researcher needs: Researchers have a high level of data acumen and therefore have specific
needs that go above and beyond publicly available datasets.
o

Data repositories: Researchers desire statewide data repositories where they can see
what data is available on certain topics or populations and request access. This would
also ensure that data collected on and in South Dakota remains accessible long‐term
rather than being tied only to one entity.

o

Data request procedures: Data request procedures vary wildly across entities, with
some having clear, robust procedures and others having no obvious path for researchers
to request data. This is particularly true for state government, where even different
branches of the same department have different expectations about data requests.

o

Contact person: Focus group participants emphasized the need for clearly identified
contact persons at entities that have data available for request, particularly in tribal
communities. Many organizations do not have a designated data staff person, so it is
important for organizations to be clear about who works with or can respond to data
requests.
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Authenticated access and control: One way researchers suggest building data
repositories and mitigating data request issues is by implementing authenticated access
databases. This would allow for more control of data by the owning entity, but also
alleviate the staff time needed to respond to individual data requests. Furthermore,
properly vetted authenticated access could also improve access to data that falls into
the following categories:


Identifiable data: Many health indicators are de‐identified to protect patient
privacy. Many physicians and health care researchers would like a way to link
individuals across data systems to assess and monitor long‐term health
outcomes.



Data suppression in rural areas: Many rural areas are missing from data
estimates due to low population which leads to many datasets suppressing rural
data to preserve their methodological integrity and geographic comparability.
By giving researchers access to the underlying dataset, suppressed data could
be responsibly accessed and used to inform research.



Data suppression and privacy concerns: Regardless of subject matter, many
areas in South Dakota have too few data points to ethically release community‐
level data publicly.

Public and community audiences: The general public have much different needs than
researchers or sophisticated data users. Efforts must be made to educate public data observers
on data terminology, methodology, and implications.
o

Data returned to target population is meaningful: Many data collection initiatives fail
to return the data they collect from and about a population to the participating
community. Focus group participants emphasizes that researchers should be
responsible data stewards and return collected data to communities in a way that they
can understand it and use it to inform decisions. This is particularly important for health
care providers and tribal entities.
“We don't translate the infant mortality youth data back at the tribal level, to
providers. So, we sit in a group, and we all talk about how these children died, but we
never translate it back to either the community or the providers in that specific
community. So, they never have the option to kind of quality improvement, or
improve, or education based on the—and we have a high infant mortality.”
– focus group participant

o

Inclusion of positive outcomes: Frequently data collected on health and safety
outcomes emphasizes negative aspects of behavior in order to inform preventative
intervention. Researchers suggest that including positive outcomes, when present, is
needed to boost morale and ensure people continue to use data.

o

Offering supports for sensitive material: Presentations of sensitive data topics,
particularly those regarding domestic violence, sexual abuse, and other traumatic
events can elicit personal responses from viewers. Focus group participants stressed
that public presentations of sensitive data should include access to counselors or other
mental health supports for those who may be triggered by the data.
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Educating public on terminology and methods: Many members of the general public
are unfamiliar with data terminology and methods. Data presented to these audiences
needs to include
 Statistical terms definitions
 Explanations on the difference between surveillance systems and reportable
disease systems
 Explanation of the different between public health data and research data

Policymakers: Similar to the general public, some policymakers are sophisticated data users
while many are not. This stakeholder group needs further help understanding the far‐reaching
impacts of their decisions regarding data sharing policies, procedures, and funding mechanisms.
o

Understanding of importance and impact of data sharing policies and procedures: Focus
group participants shared that policy makers in charge of drafting these rules often do
not anticipate the wide‐ranging impact their policies may have, intended or unintended.

o

Increased funding dissemination and translation: Many funders and policymakers do not
anticipate the staff capacity and funding needed to ensure that collected data is shared
back with communities in a way that they find useful. Focus group participants agreed
that many funders do not anticipate

o

Federally extractive data return: Many policymakers assume that data collected as part
of federal programs or data systems is shared back with state entities, this is not always
the case. Oftentimes, federal programs have exclusive ownership of the data and are
not required to share it back with the states who collect it. Researchers are interested in
ways these systems can be changed to benefit local use of federally mandated data
collection.

DATA SOVEREIGNTY
“Data sovereignty means managing information in a way that is consistent with the laws, practices,
and customs of the nation‐state in which it is located.”
–Snipp (2016, p. 39)
The term ‘data sovereignty’ is a relatively new one that has grown in significance with the rise of ‘big
data’ (data that’s high volume, high velocity, and high variety whose size or type is beyond the ability of
traditional relational databases to capture and analyze) (IBM, n.d.). Participants had mixed views
regarding data sovereignty.
Tribal data sovereignty: All the participants recognized the importance of tribal data sovereignty.
Participants stressed that tribal communities must have the ability to dictate the content of the data
collected about them and have the power to determine who has access to these data and for what
purpose.
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“And it comes as sometimes an internal conflict because I'm non‐Native. I was raised in kind of the
Western culture, so I really also believe in data liberalization. Really getting data out there. Sharing
the issues. So, I have this kind of balance I have to strike, where I need to advocate for the
sovereignty, while still advocating for sharing with, you know. So, I'm going both ways, kind of, and
talking on both sides. Because there's benefits to sharing, too, if it is a hard thing to share, basically.
So, it's kind of two‐sided.”
– focus group participant
“This may just be an education piece, because, actually, we believe in this restriction. But that for
those who don't know us at the epi center, we'll—once data is filtered down to the tribal level, and it
can communicate information about a single tribe, we will not share that outside of the tribe. And
unless the tribe gives us permission to, this would be a barrier to sharing with outside organizations
who might have work that they could do within the tribal communities. But they don't know the data,
because we aren't going to share it unless their tribe gives us permission. Because we consider that
sovereign data, even if it's publicly available, even if you could go on there and filter it down yourself
on the Census website. If we're doing that for you, we're not going to share it.”
– focus group participant
Formalizing data sharing processes and procedures: Participants voiced concerns about the informal
nature of South Dakota’s data sharing process, but they also recognized the risks involved in formalizing
this process. For example, while Indian Health Service (IHS) has a formalized process for sharing clinical
and administrative information from their healthcare facilities, the Resource and Patient Management
System (RPMS), “there is no single tribe in the state of South Dakota that has an agreement with the IHS
and the state to take that data from the RPMS system, or from any of their systems, and give it to the
state. So, reportable disease even, there is not a single agreement for reportable diseases” (focus group
participant). One participant also noted that some of the formal data sharing processes in place in our
state exclude tribes, highlighting the need for tribes to be involved in decision‐making regarding what
this statewide data sharing process might look like.
“Yeah, it's documentation, okay, and actually having that. I mean, we've talked about stuff with the
tribal epicenter. We've talked about how our relationships are with the tribes, at least from the state
side of things, and it's all verbal. I mean, if I transition, we live in fear of losing the person who
approaches it this way. Because you really hold a lot of the ropes when it comes—they’re our
gatekeepers. So that's very important data. And we're so grateful to have someone who thinks like‐
minded. But, you know, and, you know, I'm sure someone who would follow you would have some
interest, hopefully, the same way. But then, you just don't know. You know? I don't know.”
– focus group participant
“I'm just gonna add that—because the organization I sat on, the Institutional Review Board [text
omitted to protect the identity of the participant]—and MOUs [memorandums of understanding]
would come to them. And the MOU is used, would be like, with the university and with the IHS, but it
would be collecting data at a tribal level with the tribes not involved at all. And that just shocked me.”
– focus group participant
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Barriers to acquiring and sharing information: Participants also mentioned the difficulties in acquiring
tribal data due to community perceptions, the need to work with multiple states to acquire data for
border tribes, the lack of adequate resources to effectively manage and analyze the data, and the lack of
education on the data ownership rights of tribes and the difference between public health and research.
One participant also pointed out the lack of awareness and/or understanding that tribes are public
health authorities, which has important implications for accessing protected health information. This is
discussed further in the Accessing Tribal Data section.
“That's really looked poorly upon in our tribal communities, that methodology, like, exchange, kind of
like that ‐that depersonalization of that data exchange.”
– focus group participant
“IHS hides behind HIPAA with the tribes, in some sense, because of their lack of education of the
difference between public health and research data—and all the previous violations and broken trust
from the government. And you can't blame them all. We are losing public health data. So, as soon as
we get it, and we give it to them, it's gone, because it's, we can't touch it again.”
– focus group participant
TAKEAWAYS
To address the challenges and opportunities described above, a robust, intentional, and collaborative
approach is required. Improving and investing in these data systems will have a lasting positive impact
on the health and welfare of South Dakota children. Any effort to improve the existing system should
involve a variety of stakeholder groups, including but not limited to researchers, service providers,
policymakers, tribal leaders, and the general public.
Needed Indicators


Maternal, paternal, and caregiver health: These include prenatal care, maternal and paternal
health factors, maternal substance abuse, caregiver mental health, participation in parenting
classes, and maternity/paternity leave.



Infant and child health: These include infant mortality, birth defects, immunization rate, chronic
illness and pain, mental/behavioral health, suicide rates for children and youth, substance use
and sexual assault.



Environment and safety: These Include adverse childhood experiences (ACES), human
trafficking, missing and murdered indigenous relatives, environmental exposures, access to care
(and barriers), quality of care, and historically disadvantaged communities.

Systemwide Gaps
 Children not enrolled in systems that collect data
 Children in the child welfare system
 Sexual orientation and gender identity data
 Disaggregated data
 Racial and ethnic data
Data Collection Barriers
 Generationally impacted outcomes
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Genetics
Legal issues
Institutional racism
Blood quantum

Data Infrastructure Needs


Continuum of data: These include compatible data collection procedures, population‐based
surveys, and national hospital record system participation.



Continued implementation of surveillance systems: This includes improved tracking methods,
applying findings to interventions, and securing sustainable funding and resources.

Data Dissemination and Translation Improvements


Researcher needs: These include data repositories, data request procedures, contact person,
and authenticated access and control of identifiable data.



Public and community audiences’ needs: There’s a need for improvements in how data is
returned to target population. Data should be meaningful, include positive outcomes, offering
support for sensitive material, and educating the public on terminology and methods.



Policymakers needs: These include an increase in understanding of the importance and impact
of data sharing policies and procedures, increased funding data dissemination and translation,
and addressing federally extractive data return.

The following section showcases currently available child health and welfare data.

DATA CROSSWALK
The data sources outlined below may be used independently or woven together to create a more
comprehensive picture of the status of children’s wellbeing in South Dakota. The tables below provide a
visual crosswalk of data sources for indicators of child wellbeing cross‐referenced with the geographies
covered by these data sources. Note that data sources were considered to have data at the tribal‐level
only if data is able to be broken down for individual tribes; as such, some data sources containing data on
the Native American population were not classified as having tribal‐level data. Please also note that this
list is not all inclusive and is an illustration from a “live document,” meaning data sources will continue to
be edited (with guidance from partners and stakeholders) to make corrections, minimize redundancy, add
new data sources, remove obsolete data, and identify the highest quality of data available.
There are many interrelated aspects of children’s wellbeing. To align with national indicators of child
wellbeing, this report incorporated indicators from the 2021 KIDS COUNT Data Book (Annie E. Casey
Foundation, 2021a). This data book provides a national look at the wellbeing of America’s children and
families by exploring how states are performing on key data indicators. These indicators reflect four
major domains that characterize the wellbeing of a child and influence the likelihood that a child will
grow to be a well‐educated, economically secure, productive, and healthy adult. The four domains are
family and community, health (includes health care), education, and economic circumstances. These
domains are interrelated and can have synergistic effects on children’s wellbeing. Below is a description
of these four domains. An additional category was also created to capture data sources providing cross‐
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cutting data. A data source was considered cross‐cutting if the data covers at least three of the four
domains.
1. Health includes indicators that characterize the physical, mental, behavioral, and environmental
aspects of children’s health, including indicators that characterize access to and the use of
health services.
2. Family and Community includes indicators that characterize children’s family lives and
community settings indicators, including social and environmental conditions and factors related
to children’s safety.
3. Education includes indicators that characterize how children learn and progress in school.
4. Economic includes indicators related to children’s basic material needs.
Table 1 outlines data sources providing cross‐cutting data on children’s health and wellbeing. Few of
these data sources, however, provide tribal‐level data, a common theme across all domains. Given that
survey findings also indicate that accessing tribal‐level data is a challenge for many data users, a later
section (Accessing Tribal Data) explores reasons for this.
TABLE 1. CROSSCUTTING DATA SOURCES CROSSWALK
= data is available

= data is partially available and/or access is restricted Varies = year of availability varies by indicator

Sponsor

America's Children Reports

Federal Interagency
Forum on Child and
Family Statistics

2019‐2020

U.S. Census Bureau

2019

Pennsylvania State
University

Varies

University of Michigan

Varies

Child Trends DataBanka

Child Trends

2019

Data Sources and Tools
Relevant to Rural Healthb
Federal Statistical Research
Data Centers
Fragile Families and Child
Wellbeing Studyc
Inter‐University
Consortium for Political
and Social Research
(ICPSR)c

Rural Health
Information (RHI) Hub

2020

U.S. Census Bureau

Varies

Princeton University

Varies

University of Michigan

Varies

KIDS COUNTa,b

Annie E. Casey
Foundation

Varies

National Association of
Counties (NACo) County
Explorerb

National Association of
Counties

Varies

American Community
Survey
Association of Religion
Data Archives (ARDA)
Child and Family Data
Archive
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County

Tribal

Most recent
year
available
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National Survey of
Children's Health (NSCH)a

ResearchDataGov.orgb

Reservation Profiles
Rural Data Portalb
QuickFactsb

Data Resource Center
for Child and
Adolescent Health
Inter‐university
Consortium for
Political and Social
Research (ICPSR)
Federal Reserve Bank
of Minneapolis
Housing Assistance
Council

2019‐2020

Varies

2013‐2017
2016
2020

U.S. Census Bureau

a See

the Notable Mentions section of this report for more details on this dataset.
the Accessing County‐Level Data section of this report for more details on this dataset.
c See the restricted access data (RAD) section of this report for more details on the restricted data available.
b See

As seen in Table 2 below, a plethora of health data is available at the state and national level. County‐
level and tribal level health data were more challenging to locate, and some of the data sources listed
here restrict the use of this data, releasing it only to eligible researchers.
TABLE 2. HEALTH DATA SOURCES CROSSWALK
= data is available

= data is partially available and/or access is restricted Varies = year of availability varies by indicator

Health Data Sources

Sponsor

National

State

County

Tribal

Most recent
year
available

Physical Health

County Health Rankings and
Roadmaps b
Great Plains Tribal
Epidemiology Center
(GPTEC) Data Products

Centers for Disease
Control and Prevention
(CDC)
Robert Wood Johnson
Foundation
Great Plains Tribal
Leaders Health Board
(GPTLHB)

Harvard Dataverse

Harvard College

Varies

Health and Retirement
Survey (HRS) c

University of Michigan

Varies

Healthy People

CDC

2020

Indian Health Service (IHS)
Headquarters Publications d

Indian Health Service

Varies

National Death Index (NDI) c

CDC

2020

CDC

2019‐2020

CDC Tribal Data,
Information, and Resources

National Health and
Nutrition Examination
Survey (NHANES)
National Patient
Information Reporting
System (NPIRS)
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National Survey of
Children’s Health (NSCSH) a
National Survey of Children
with Special Health Care
Needs (NS‐CSHCN) e
National Violent Death
Reporting System (NVDRS)
Web‐based Injury Statistics
Query and Reporting
System (WISQARS)

Health Resources &
Services Administration
(HRSA)

2019‐2020

CDC

2016

CDC

2019

CDC

2020

CDC

2020

Substance Abuse and
Mental Health Services
Administration
(SAMHSA)

2020

SD DSS

2020

CDC

2019

Household Pulse Survey

U.S. Census Bureau

2022

State of Mental Health in
America

Mental Health
American (MHA)

2022

Behavioral Health
Behavioral Risk Factor
Surveillance System (BRFSS)
National Survey on Drug
Use and Health (NSDUIH)
SD DSS Behavioral Health
Reports and Data
Youth Risk Behavior
Surveillance System (YRBSS)
Mental Health

Environmental Health
Data.gov
Envirofacts
Environmental influences
on Child Health Outcomes
(ECHO) Program
Publications c
Environmental Public
Health Tracking ‐ Data
Explorer b

U.S. General Services
Administration
U.S. Environmental
Protection Agency
Environmental
influences on Child
Health Outcomes
(ECHO)

Varies
2020

Varies

CDC

Varies

Office of Minority
Health

2019

CDC

Varies

Carolina Population
Center

Varies

Robert Wood Johnson
Foundation

2015

Holistic Health
Minority Population Profiles
National Center for Health
Statistics (NCHS) d
National Longitudinal Study
of Adolescent Health (Add
Health) Data c
Peer Counties Tool b
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PLACES: Local Data for
Better Health
Pregnancy Risk Assessment
Monitoring System (PRAMS)
Rural Data Explorer
SD Office of Health
Statistics
SD Title V Maternal and
Child Health (MCH) Block
Grant
SD Tribal PRAMS

CDC

2021

CDC

2020

Rural Health
Information (RHI) Hub
SD Department of
Health (DOH)

2020
Varies

SD DOH

Varies

GPTLHB

2017

a See

the Notable Mentions section of this report for more details on this dataset.
the Accessing County‐Level Data section of this report for more details on this dataset.
c See the restricted access data (RAD) section of this report for more details on the restricted data available.
d Data is not available for individual tribes but is available by IHS area/region. South Dakota is part of the Great Plains IHS
service region (formerly known as the Aberdeen Area Office).
e Survey was discontinued in 2016 and merged with the National Survey of Children’s Health (NSCH).
b See

Table 3 below provides a list of family and community data sources. Similar to the health data sources,
few of these sources provide publicly accessible county and tribal level data.
TABLE 3. FAMILY AND COMMUNITY DATA SOURCES CROSSWALK
= data is available

= data is partially available and/or access is restricted Varies = year of availability varies by indicator

Family and Community
Data Sources

Sponsor

Child Care and Early Learning
Child Care Technical
Office of Child Care
Assistance Network
Early Childhood Learning
and Knowledge Center
Office of Child Care
(ECLKC)

National

State

County

Tribal

Most
recent year
available
Varies
Varies

Early Learner SD Dashboard

Early Learner SD

2019

Child Maltreatment
Child Advocacy Center
(CAC) Statistics

National Children's
Alliance

2021

Child Maltreatment Reports

Children's Bureau

2020

Children's Bureau

2019

Children's Bureau

2020

Children's Bureau

2020

Child Welfare Outcomes
Reports
National Child Abuse and
Neglect Data System
(NCANDS) a
National Survey of Child
Abuse and Adolescent Well‐
Being (NSCAW) c
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Out of Home Placement
Adoption and Foster Care
Analysis and Reporting
System (AFCARS) a
Disproportionality Rates for
Children of Color in Foster
Care Dashboard
National Youth in Transition
Database (NYTD) a
Title IV‐E Data
Crime and Criminal Justice
Bureau of Justice Statistics
(BJS) ‐ All Data Analysis
Tools
Easy Access to State and
County Juvenile Court Case
Counts (EZACO)
National Archive of Criminal
Justice Data (NACJD)
National Census of Victim
Service Providers (NCVSP)
National Crime Victimization
Survey (NCVS)
National Intimate Partner
and Sexual Violence Survey
(NISVS)
SD Criminal Statistical
Analysis Center (SAC)

Children's Bureau

2020

National Council of
Juvenile and Family
Court Judges

2019

Children's Bureau

2020

Children's Bureau

2019

BJS
Office of Juvenile
Justice and Delinquency
Prevention
Office of Justice
Programs

Varies

2019
Varies

BJS

2019

BJS

2020

University of Michigan

2015

SD Office of the
Attorney General

2021

SD Sexual Violence Reports

SD DOH

2019

U.S. Human Trafficking
Statistics and Laws by State

Neal Davis Law Firm

2019

UCR Crime Data Explorer

Federal Bureau of
Investigation

2020

Food Access Research Atlas b

U.S. Department of
Agriculture (USDA)

2019

Food Environment Atlas b

USDA

Varies

Food Security

Housing
Homeless Counts
Point‐in‐Time (PIT)
Estimates and Housing
Inventory Count (HIC) Data
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SD Housing
Development Authority
U.S. Department of
Housing and Urban
Development

2021
2021
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Other
Helpline Center a

Helpline Center

SD Department of Social
Services (DSS) Statistical
Information

SD DSS

2022
2021‐2022

a See

the Notable Mentions section of this report for more details on this dataset.
the Accessing County‐Level Data section of this report for more details on this dataset.
c See the restricted access data (RAD) section of this report for more details on the restricted data available.
b See

Table 4 on the following page provides a list of education data sources. Given that education data is
often reported at the national, state, district level, and/or school‐level, few data sources include county
or tribal level data.
TABLE 4. EDUCATION DATA SOURCES CROSSWALK
= data is available

= data is partially available and/or access is restricted Varies = year of availability varies by indicator

Education Data Sources
Bureau of Indian Education
(BIE) Performance Data and
Statistics
Civil Rights Data Collection
(CRDC)

Sponsor

National

State

County

Tribal

Most
recent year
available

U.S. Department of the
Interior

2018‐2019

U.S. Department of
Education (ED)

2018‐2019

ED Data and Statistics

ED

Varies

ED Data Express

ED

2018‐2019

ED

Varies

Institute of Education
Sciences (IES)

Varies

National Science
Foundation

Varies

IES

2019

Integrated Postsecondary
Education Data System
(IPEDS)
National Center for
Education Statistics (NCES) a
National Center for Science
and Engineering Statistics
(NCSES) a
National Indian Education
Study (NIES)
SD Department of
Education Data
a See

SD Department of
Education

2020‐2021

the restricted access data (RAD) section of this report for more details on the restricted data available.

See Table 5 on the following page for list of economic data sources with a wide variety of data on family
incomes, wages, jobs, unemployment, wealth, poverty, and more. Unlike data sources for the other
three domains, economic data is often available at the county‐level. However, tribal data is provided
less often and access to this data is often restricted.
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TABLE 5. ECONOMIC DATA SOURCES CROSSWALK
= data is available

= data is partially available and/or access is restricted Varies = year of availability varies by indicator

Sponsor

Atlas of Rural and Small‐
Town America a
Bureau of Economic
Analysis (BEA)

U.S. Department of
Agriculture (USDA)

Varies

BEA

2020

U.S. Bureau of Labor
Statistics

2022

U.S. Census Bureau

Varies

CMS

Varies

USDA

Varies

General Social Survey (GSS)b

University of Chicago

2021

My Tribal Area

U.S. Census Bureau

2015‐2019

U.S. Department of
Veteran Affairs

Varies

Bureau of Labor Statistics b
Census Bureau Research
Data Centers (RDCs) c
Centers for Medicaid and
Medicare Services (CMS) ‐
Research, Statistics, Data &
Systems b
Economic Research Services
(ERS) b

National Center for
Veterans Analysis and
Statistics
National Longitudinal
Surveys (NLS)
Native American Labor
Market Dashboard
Panel Study of Income
Dynamics (PSID)c
Research Data Assistance
Center (ResDAC)
SD Labor Market
Information (LMI) Center
Tribal Energy Atlas
a See
b See

National

State

County

Tribal

Most
recent year
available

Economic Data Sources

U.S. Bureau of Labor
Statistics
Federal Reserve Bank
of Minneapolis
University of Michigan
Research Data
Assistance Center
SD Department of
Labor & Regulation
National Renewable
Energy Laboratory

Varies
2021
2019
Varies
2021‐2022
2018

the Accessing County‐Level Data section of this report for more details on this dataset.
the restricted access data (RAD) section of this report for more details on the restricted data available.

NOTABLE MENTIONS
CHILD TRENDS DATABANK
Child Trends is the nation’s leading research organization focused exclusively on improving the lives of
children and youth, especially those who are most vulnerable (Child Trends, n.d.). The Child Trends
DataBank is an online resource for indicators of child and family wellbeing and associated measures. The
DataBank includes close to 100 population‐based measures, covering the domains of health and safety,
childcare and education, and behaviors linked to positive and negative wellbeing (Child Trends, n.d.).
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HELPLINE CENTER
The Helpline Center serves thousands of people every year by connecting individuals to resources and
support (B. Schuster, personal communication, Feb. 4, 2022). The mission of the Helpline Center is
making lives better by giving support, offering hope, and creating connections all day, every day. The
Helpline Center has three core service areas: 211 Helpline, Suicide Prevention & Crisis Support and
Volunteer Connections. To provide resource information, the Helpline Center curates a centralized
nonprofit and government resource database with over 6,000 programs. Each program is indexed by a
national standard to identify the services provided. Access to the resource database is located at
helplinecenter.org or through calling 211 (B. Schuster, personal communication, Feb. 4, 2022).
KIDS COUNT
The Annie E. Casey Foundation funds a nationwide network of state‐level KIDS COUNT® (LA INFANCIA
CUENTA™) grantees to track the wellbeing of children in the United States (Annie E. Casey Foundation,
2021b). By providing high‐quality data and trend analysis through its KIDS COUNT Data Center, the
Foundation seeks to enrich local, state, and national discussions concerning ways to secure better
futures for all children—and to raise the visibility of children's issues through a nonpartisan, evidence‐
based lens. In addition to including data from the most trusted national resources, the KIDS COUNT Data
Center draws from more than 50 KIDS COUNT state organizations that provide state and local data, as
well publications providing insights into trends affecting child and family wellbeing (Annie E. Casey
Foundation, 2021b). Through KIDS COUNT, the Foundation develops and distributes reports on
important wellbeing issues. Much of the data from these nationally recognized publications, including
the KIDS COUNT DATA BOOK, are featured on the KIDS COUNT Data Center (Annie E. Casey Foundation,
2021b).
NATIONAL SURVEY OF CHILDREN’S HEALTH (NSCH)
The National Survey of Children’s Health (NSCH) provides rich data on multiple, intersecting aspects of
children’s lives—including physical and mental health, access to quality health care, and the child’s
family, neighborhood, school, and social context (Data Resource Center for Child and Adolescent Health,
n.d.‐a). The National Survey of Children's Health is funded and directed by the Health Resources and
Services Administration (HRSA) Maternal and Child Health Bureau (MCHB). A revised version of the
survey was conducted as a mail and web‐based survey by the Census Bureau in 2016, 2017, 2018, 2019
and 2020. Among other changes, the 2016 National Survey of Children’s Health started integrating two
surveys: the previous NSCH and the National Survey of Children with Special Health Care Needs (NS‐
CSHCN). See the MCHB website for more information on the 2016, 2017, 2018, 2019 and 2020 National
Survey of Children's Health administration, methodology, survey content, and data availability (Data
Resource Center for Child and Adolescent Health, n.d.‐a).
The Data Resource Center for Child and Adolescent Health (DRC) was established in 2003 to expedite
and support effective use of data from the National Survey of Children’s Health (NSCH). The DRC
provides point‐and‐click online access to national, state, and regional findings from the NSCH and the
National Survey of Children with Special Health Care Needs (NS‐CSHCN) (Data Resource Center for
Child and Adolescent Health, n.d.‐b). To assist in the use of this data, the DRC provides several user‐
friendly data resources, including:
 An interactive data query for NSCH and NS‐CSHCN data
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Downloadable datasets with accompanying codebooks that include measures, indicator labels
and more
U.S. maps to compare state data with national data
Tables to compare data across states

NATIONAL CHILD ABUSE AND NEGLECT DATA SYSTEM (NCANDS)
The National Child Abuse and Neglect Data System (NCANDS) is a federally sponsored effort that
annually collects and analyzes data on child abuse and neglect known to child protective services (CPS)
agencies in the United States (Children’s Bureau, n.d.). The mandate for NCANDS is based on the 1988
amendments to the Child Abuse Prevention and Treatment Act (CAPTA) which directed the Secretary of
the U.S. Department of Health and Human Services to create a national data collection and analysis
program for state‐level child abuse and neglect information States Subsequent amendments to CAPTA
have led to new data collection requirements, many of which are incorporated into NCANDS States
(Children’s Bureau, n.d.).
A successful federal‐state partnership is the core component of NCANDS. Each state designates one
person to be the NCANDS state contact, who works closely with the Children’s Bureau and the NCANDS
Technical Team to uphold the high‐quality standards associated with NCANDS data. Webinars, technical
bulletins, virtual meetings, email, and phone conferences are used regularly to facilitate information
sharing and provision of technical assistance States (Children’s Bureau, n.d.).
Every year, NCANDS data are submitted voluntarily by the 50 states, the District of Columbia, and the
Commonwealth of Puerto Rico (Children’s Bureau, n.d.). The NCANDS reporting year is based on the FFY
calendar which spans October 1 to September 30. States submit case‐level data, called a Child File, by
constructing an electronic file of child‐specific records for each report of alleged child abuse and neglect
that received a CPS response in the form of an investigation or alternative response. Case‐level data
include information about the characteristics of the reports of abuse and neglect, the children involved,
the types of maltreatment, the CPS findings, the risk factors of the child and the caregivers, the services
provided, and the perpetrators (Children’s Bureau, n.d.).
The Child File is supplemented by agency‐level aggregate statistics in a separate data submission called
the Agency File. The Agency File contains data that are not reportable at the child‐specific level and are
often gathered from agencies external to CPS. Information collected in the Agency File include receipt of
prevention and post‐response services and caseload and workforce data. States are asked to submit
both the Child File and the Agency File each year (Children’s Bureau, n.d.).
The NCANDS system uses three data collection strategies:
1. The Summary Data Component (SDC) consists of aggregate child abuse and neglect statistics
from states that are not able to submit case‐level data on children. It collects data on reports,
investigations, victims, and services. When all states have submitted a Child File and an Agency
file, SDC will be phased out completely.
2. The Child File (formerly named the Detailed Case Data Component or DCDC) contains detailed
case‐level information from state child protective services agencies able to provide electronic
child abuse and neglect records. As a repository of detailed child abuse and neglect information,
the Child File is intended to provide national statistics on child abuse and neglect. An annual
report is issued each spring. The Child File, which is archived at the National Data Archive on

Last updated on 6/2/2022.

35

Child Abuse and Neglect (NDACAN), is also available to researchers to conduct specialized child
abuse and neglect studies. Of particular interest to juvenile justice researchers, the Child File
permits investigation of a large portion of the abuse and neglect caseload that flows into the
juvenile and family court system. It allows analysis of victim, caretaker, and perpetrator
characteristics, as well as responses to abused/neglected children in need of services.
3. The Agency File gathers aggregate agency statistics that are collectible at the case‐level. Data
elements include information on preventive services, screening, and additional data on child
fatalities due to abuse and neglect.
NCANDS data are used for the annual Child Maltreatment
report series and annual Child Welfare Outcomes Reports
to Congress. Child Maltreatment reports summarize the
major national and state‐by‐state findings for the given
fiscal year. Child Welfare Outcomes Reports include data
from both NCANDS and the Adoption and Foster Care
Analysis and Reporting System (AFCARS) (Children’s
Bureau, n.d.).
Restricted use files of NCANDS data are archived at the
National Data Archive on Child Abuse and Neglect
(NDACAN) at Cornell University. However, data is
suppressed if under 1,000 cases. As such, only 150
counties in the entire U.S. have geographic identifiers
linking child maltreatment data to a specific county. The
implications this has for accessing (or rather not accessing)
child maltreatment data in rural and tribal areas is
something that NCANDS is aware of but is unwilling to
revise or make exceptions to this restriction at this time
(Children’s Bureau, n.d.).
ADOPTION AND FOSTER CARE ANALYSIS AND
REPORTING SYSTEM (AFCARS)
The Adoption and Foster Care Analysis and Reporting
System (AFCARS) is a federally mandated data collection
system intended to provide case specific information on
all children covered by the protections of Title IV‐B/E of
the Social Security Act (Section 427) (Children’s Bureau,
2021a). Under the final AFCARS’ rule, states are required
to collect data on all adopted children who are placed by
the state’s child welfare agency or by private agencies
under contract with the public child welfare agency.

HHS Final AFCARS Rule
Impacts Data Collection for
Native Children
The data in AFCARS is critical for
advocates, policymakers, and child welfare
administrators to eliminate foster care
disproportionality and service disparities
impacting Native children. In 2016, an
AFCARS Final Rule was published with over
60 new data elements for AI/AN children,
families, and their caregivers responding to
years of concern related to inadequate and
unreliable data. The 2016 AFCARS Final
Rule was the result of 24 years of
advocacy. The 2016 data addressed Indian
Child Welfare Act (ICWA) requirements for
states with Native children in their care
and other unique data elements specific to
Native children and families. In 2017,
implementation of the 2016 Final Rule was
delayed and later proposed eliminating
85% of the AI/AN data elements in the
2016 Final Rule. In the recently published
2020 Final Rule, only ten out of over 60
data elements were kept in the 2016 Final
Rule. This new Final Rule will improve
some aspects of data collection for Native
children but falls woefully short of what is
needed to adequately address
disproportionality and service disparities.
Source: National Indian Child Welfare
Association (2020)

States are encouraged to report other private adoptions not involving the public welfare agency that are
finalized in the state as well. In addition, states are required to collect data on all children in foster care
for whom the state child welfare agency has responsibility for placement, care, or supervision
(Children’s Bureau, 2021a).
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AFCARS was designed to address policy development and program management issues at both the state
and federal levels. The data are also useful for researchers interested in analyzing aspects of the United
States' foster care and adoption programs. Tables and other reports summarizing the AFCARS data are
available from the Children's Bureau website (https://www.acf.hhs.gov/cb).
AFCARS’ reporting periods extend from October 1 to September 30 of the following year (Children’s
Bureau, 2021a). The National Data Archive on Child Abuse and Neglect distributes two data files for each
fiscal year; one file contains adoption data and the other foster care data. Each adoption data file
contains 37 elements that provide information on the adopted child’s gender, race, birth date, ethnicity,
and prior relationship with the adoptive parents. The date the adoption was finalized, as well as dates
parental rights were terminated, characteristics of birth and adoptive parents, and whether the child
was placed from within the United States or from another country are also captured. The foster care
data files contain 66 elements that provide information on child demographics including gender, birth
date, race, and ethnicity. Information about the number of previous stays in foster care, service goals,
availability for adoption, dates of removal and discharge, funding sources, and the biological and foster
parents is also included in the foster care files (Children’s Bureau, 2021a).
NATIONAL YOUTH IN TRANSITION DATABASE (NYTD)
The John H. Chafee Foster Care Independence Program (CFCIP) was initiated in an effort to improve
outcomes for youth in foster care who are likely to reach their 18th birthday without having found a
permanent home. The program provides funding to states to develop and administer programs designed
to help ease the transition from foster care to independence (Children’s Bureau, 2021b).
The law that created CFCIP also required states to develop 1) a system for tracking the services provided
through CFCIP, and 2) a method for collecting outcome measures so that the effectiveness of the
program can be assessed (Children’s Bureau, 2021b).
These two components together form the National Youth in Transition Database (NYTD). The files
contain data from all 50 states, as well as from the District of Columbia and Puerto Rico (Children’s
Bureau, 2021b).
The Services component contains cross‐sectional information on the services provided by states under
CFCIP and the youth who receive those services. Data are submitted by the states every 6 months on a
continuing basis. This dataset contains the cumulative data from the beginning of the study through
2020 (Children’s Bureau, 2021b).
The Outcomes component contains the results of surveys conducted with youth to examine certain
wellbeing, financial, and educational outcomes as they get older. Data from a survey on outcomes for a
cohort of youth is provided every other year beginning with federal fiscal year 2011 (Oct 1, 2010,
through Sep 30, 2011). There are three phases of outcome data for a given cohort ‐‐ a baseline survey
during the year of the youth’s 17 birthday, and two follow‐ups: one at age 19, one at age 21. New
cohorts will be established every three years (2014, 2017, 2020…) after the initial one in FY2011
(Children’s Bureau, 2021b).
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ACCESSING COUNTY‐LEVEL DATA
Many types of data are available at the county level and several urban/rural classification schemes are
county‐based (Rural Health Information Hub, 2020). Therefore, county‐level data are useful in that they
can be applied to different urban/rural measures. For example, the Office of Management and Budget
defines counties as Metropolitan, Micropolitan, or Noncore. Both the Micropolitan and Noncore
counties constitute "nonmetropolitan" areas, which are frequently considered "rural" (U.S. Census
Bureau, 2021b). One concern with using county‐level data for rural purposes is that some counties,
particularly in the West, cover a large geographic area. An area that otherwise might be considered rural
could be classified as metropolitan due to the presence of a city within that county (U.S. Census Bureau,
2021b).
RHIhub's Data Sources & Tools Relevant to Rural Health lists major rural statistical sources, topics
covered, and geographic breakdowns available, including a list of data sources providing county‐level
data (Rural Health Information Hub, 2020). Key resources highlighted by RHIhub offering county‐level
data include:
 County Health Rankings and Roadmaps, a program of the Robert Wood Johnson Foundation,
brings together county‐level health data on key health factors and health outcomes from a wide
range of data sources . It is the most broad and easy to access county‐level health data available
and is updated annually. Its Peer Counties Tool identifies counties similar on key indicators, for
comparison nationwide. County Health Rankings and Roadmaps offers recorded webinars that
discuss the information available from their website and how it can be used by communities
(University of Wisconsin Population Health Institute, 2017).
 The National Association of Counties (NACo) County Explorer offers county‐level data on a
wide range of indicators (National Association of Counties, n.d.).
 U.S. Census Bureau QuickFacts is a good starting point for beginner data users to access data
from over 10 Census Bureau censuses, surveys, and programs. It offers data on the population
and demographics for each county, as well as information on housing, income, and other social
determinants of health. QuickFacts also identifies each county's land area and people per square
mile. It is easy to add additional geographies for comparison, such as neighboring counties, the
state, or the nation as a whole. QuickFacts also offers data for cities and towns with a
population of 5,000 or more (U.S. Census Bureau, 2021c).
 The USDA Economic Research Service's Atlas of Rural and Small‐Town America provides access
to 60 county‐level socioeconomic indicators, including data from the American Community
Survey and Bureau of Labor Statistics. The Atlas includes data on total population change trends
for particular demographic groups.
 The USDA Economic Research Service also maintains the Food Environment Atlas, which
contains county‐level information on social determinants of health, such as access to grocery
stores and presence of local farmer’s markets, together with health measures such as child and
adult obesity rates (U.S. Department of Agriculture, 2021a). A related resource, the Food Access
Research Atlas, describes food deserts, areas with poor access to high quality foods, at the local
level (U.S. Department of Agriculture, 2021b).
 The Centers for Disease Control and Prevention’s National Environmental Public Health
Tracking Network offers county‐level reports via its Info by Location and Data Explorer tools,
which includes data on air quality, extreme heat, access to parks, and proximity to highways
(Centers for Disease Control and Prevention, 2022b).
 The Housing Assistance Council's Rural Data Portal provides county‐level demographic, social,
economic, and housing data (Housing Assistance Council, n.d.).
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The National Center for Veterans Analysis and Statistics provides downloadable files of county‐
level statistics related to the veteran population (U.S. Department of Veteran Affairs, 2022).
The Annie E. Casey Foundation's KIDS COUNT Data Center offers county‐level data on children
covering demographics and other topics related to children's health and welfare (Annie E. Casey
Foundation, 2021b).

For a comprehensive look at major rural‐relevant statistical sources, visit RHIhub's Data Sources & Tools
Relevant to Rural Health. This list includes data sources focused on healthcare services, health status,
demographics, and social determinants of health (Rural Health Information Hub, 2020). For each source,
it identifies the topics covered, ease of use, geographic level of data, and update frequency.
ACCESSING TRIBAL DATA
Like other nation states, American Indian and Alaska Native (AI/AN) tribes are decision‐making
entities that need reliable information for planning and development (NCAI Policy Research Center,
2018). In the age of big data, tribes still rely on incomplete or inadequate data about their citizens and
resources (Rodriguez‐Lonebear, 2016). This lack of reliable planning data is only one symptom of the
data gap in Indian Country. AI/AN populations remain both hard‐to‐count and hard‐to‐reach. They
experience vast data inequities, such as being notable for the largest census undercount of any racial or
ethnic group (Mule, 2012), misidentification in vital and administrative records (Bertolli et al., 2007;
Graber et al., 2005), and a persistent digital divide (Parkhurst et al., 2015).
Many tribes are now interested in conducting their own surveys and censuses for local planning and
governance (NCAI Policy Research Center, 2018). The demand for Indigenous data sovereignty: “the
right of a nation to govern the collection, ownership, and application of its own data,” is a growing effort
(USDSN, 2017). While the number of tribally‐driven data projects has increased over time, from
comprehensive tribal surveys to the development of tribally‐led research review boards and data
repositories, a comprehensive review of the extent of tribal data practices does not currently exist (NCAI
Policy Research Center, 2018).
While tribes have increasingly worked to build their
data capacity and practices, more work is needed to
help tribes receive the training, technical assistance,
and resources they need to fully practice sovereignty
with regards to data about their tribe and its
members (NCAI Policy Research Center, 2018). Efforts
in the U.S. and abroad towards promoting indigenous
data sovereignty hold promise to create a movement
further towards this goal (Kukutai & Taylor, 2016).
It is also worth noting that, under federal law, tribal
governments and tribal epidemiology centers (TECs)
are designated as “public health authorities” (Smith &
Murkowski, 2021). This authority allows tribes and
TECs to access public health surveillance data at the
federal, state, and local levels for public health
purposes.
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What is a public health authority?
Public health authority means an agency
or authority of the United States, a State, a
territory, a political subdivision of a State
or territory, or an Indian tribe, or a person
or entity acting under a grant of authority
from or contract with such public agency,
including the employees or agents of such
public agency or its contractors or persons
or entities to whom it has granted
authority, that is responsible for public
health matters as part of its official
mandate.
Source: 45 CFR 164.501 (2000)
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In practice, however, tribes are routinely denied access to health data systems, limiting their ability to
exercise their public health authority and address issues in data quality (Smith & Murkowski, 2021). A
quote from a focus group participant further illustrates the issue:
RESTRICTED ACCESS DATA (RAD)
Restricted access data (or confidential datasets) contain information that poses risks to human subjects.
“Tribes and TECs [tribal epidemiology centers] are PHAs [public health authorities] for the purposes of
HIPAA [the Health Insurance Portability and Accountability Act of 1996]. …[But] understanding of
what PHA is ‐is lacking, making it difficult to access and share data. The magical powers that give
PHAs the right to receive, use, and distribute data under HIPAA is misunderstood. Entities collecting
data, generally their position is that they own the data. The legal foundation is, while not well known,
clear. Translating into policy is more difficult and not really done. HHS [Health and Human Services]
must share public health data with TECs by mandate of congress passed in 2010, but there’s no policy
within IHS to give TECs access to their data systems, not a clear policy on how this should happen in
our region or federally.”
– focus group participant
This risk comes in the form of potential disclosure of personal information (University of California‐
Davis, 2018). Producers are generally concerned about respondent confidentiality with regard to either:
 Direct identifiers: e.g., name or social security number
 Indirect identifiers: items that could be used in conjunction with publicly available information to
identify individual respondents: e.g., detailed geographic information, occupation, or education,
etc.
 Information that is sensitive in nature: e.g., personal medical or financial records, data about
vulnerable populations such as children or prisoners
Data providers remove or mask direct and key indirect identifiers or provide only aggregated data in the
public‐use versions of data files. However, to facilitate research some producers and providers may
permit researchers to use restricted data files under controlled conditions (University of California‐
Davis, 2018).
FEDERAL POLICY GOVERNING ACCESS
Research using these data is subject to the “Federal Policy for the Protection of Human Research
Subjects,” informally known as the Common Rule. This policy is designed to ensure the protection of the
rights, welfare, and wellbeing of subjects involved in human subjects research. While policy is primarily
geared around protection of participants in biomedical research, it also applies to behavioral research.
The Common Rule requires approval, monitoring, and review of biomedical and behavioral research
involving humans by Institutional Review Boards (IRBs). In addition to IRB approval, most confidential
datasets require a Data User Agreement or Memorandum of Understanding (MOU).
BENEFITS OF USING RAD
The same information that poses risks for disclosure provides opportunities for research that would not
otherwise be possible. Restricted access datasets, whether they are confidential versions of established
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data sources or are drawn from administrative records gathered by agencies as part of their mission, are
becoming central to scientific research.
ACCESSING RAD
There are various models of access, including:
 Research Data Centers (RDCs) require researchers to travel to their site for access under tightly
controlled conditions. An example of an RDC is the Census Bureau Research Data Centers.
 Virtual RDCs provide secure systems for remote, online access to confidential data. The Virtual
RDC at Cornell provides access to synthetic “statistically approximate” data as a means of
protecting confidentiality. The NORC Data Enclave provides remote access to CMS Medicare
Claims data using technologies that provide audit trails for session and prevent downloading,
cut‐and‐paste and other functions that might lead to disclosure
 Intermediaries: Some providers require that researcher work through their staff to perform
analysis either by using their programming services or providing dummy data files so users can
develop their own code and email it to the center.
 Provision of Data for Use at Institutions: Upon approval of IRB and signed data contract, a
number of producers provide data for use at researchers’ home institutions. Examples include
restricted use data from NCES, restricted files for Add‐Health, NLS geocoded files, HRS, and PSID.
EXAMPLES OF ESTABLISHED SOURCES OF RAD
A number of major social science data sources that are publicly available also have restricted access,
confidential versions that may be obtained under certain conditions that are generally well codified.
Examples include:
 National Death Index (NDI)
 Bureau of Labor Statistics (BLS)
 National Longitudinal Study of Adolescent
 Census Bureau Research Data Centers
(RDCs)
Health (Add Health)
 Centers for Medicaid and Medicare
 National Longitudinal Surveys (NLS)
Geocode
Services (CMS)
 National Center for Science and
 Fragile Families and Child Wellbeing Study
Engineering Statistics (NCSES)
(FFCWS)
 National Survey of Child and Adolescent
 General Social Survey (GSS)
Well‐Being (NSCAW)
 Health Retirement Study (HRS)
 New Immigrant Survey (NIS)
 Inter‐university Consortium for Political
 Panel Study of Income Dynamics (PSID)
and Social Research (ICPSR)
 Environmental influences on Child Health
 National Center for Education Statistics
(NCES)
Outcomes (ECHO) Program
 National Center for Health Statistics
(NCHS)
Examples are further detailed in the following subsections.
BUREAU OF LABOR STATISTICS (BLS)
The Bureau of Labor Statistics (BLS) has an onsite researcher program that allows access to confidential
microdata to eligible researchers for approved statistical analyses (U.S. Bureau of Labor Statistics,
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n.d.). The restricted geocode files from National Longitudinal Surveys are also available under other
terms outlined below.
 BLS onsite researcher program
CENSUS BUREAU RESEARCH DATA CENTERS (RDCS)
There are currently 31 open Federal Statistical Research Data Center (RDC) locations. The RDCs partner
with over 50 research organizations including universities, non‐profit research institutions, and
government agencies (U.S. Census Bureau, 2021d). The University of Nebraska‐Lincoln houses the
Central Plains RDC (CPRDC), which serves the Central Plains region (the region South Dakota falls under).
At Federal Statistical Research Data Centers (FSRDCs), qualified
researchers can access restricted‐use microdata from a variety of
statistical agencies to address important research questions (U.S.
Census Bureau, 2022). The Evidence‐Based Policymaking Act of
2018 calls for a single application process for requesting access to
federal statistical microdata for research purposes (H.R.4174 ‐
115th Congress, 2017‐2018). On December 17, 2019,
the ResearchDataGov portal was opened. ResearchDataGov
provides a single portal for researchers to request access to
FSRDC agencies’ restricted‐use microdata (Inter‐University
Consortium for Political and Social Research, n.d.).

Foundations for the
Evidence‐Based
Policymaking Act of 2018
The Foundations for Evidence‐
Based Policymaking Act of
2018 calls for a single
application process for
requesting access to federal
statistical microdata for
research purposes.

Source: H.R.4174 ‐ 115th
The Census Bureau's Center for Economic Studies maintains and
Congress (2017‐2018)
enhances microdata for research use in approved projects (U.S.
Census Bureau, 2021a). All researcher access to restricted–use
data occurs at the secure Census RDCs (including the one at University of California‐Berkeley) which
provide access to a variety of confidential data including economic data for business establishments and
firms (Economic Census, Longitudinal Business Database (LBD), Annual Survey of Manufactures (ASM));
demographic data for individuals and households (Decennial Census, American Community Survey
(ACS), Current Population Survey (CPS)); Longitudinal Employer‐Household Dynamics (LEHD) Data
(Employment History Files (EHF), Employer Characteristics File (ECF)) and Health Data from partnering
agencies (Agency for Healthcare Research and Quality (AHRQ) and the National Center for Health
Statistics (NCHS)).
 Census RDC data products
 Census RDC applications process and materials

CENTERS FOR MEDICAID AND MEDICARE SERVICES (CMS)
The Centers for Medicaid and Medicare Services (CMS) provide a variety of data on health and
healthcare utilization (Centers for Medicare and Medicaid Services, 2021). CMS works with the Research
Data Assistance Center (ResDAC) to provide access to its data to researchers (Research Data Assistance
Center, 2022). There are two levels of restricted access data: limited data sets and research identifiable
files. Limited data set (LDS) files have been stripped of data elements that might permit identification of
beneficiaries. These files contain beneficiary level health information but exclude specified direct
identifiers as outlined in the HIPAA Privacy Rule (Research Data Assistance Center, 2022).
 CMS limited data set files
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CMS identifiable data files
CMS ResDAC data request materials

FRAGILE FAMILIES AND CHILD WELLBEING STUDY
The Fragile Families and Child Wellbeing Study (FFCWS) is based on a stratified, multistage sample of
4,898 children born in large U.S. cities (population over 200,000) between 1998 and 2000, where births
to unmarried mothers were oversampled by a ratio of 3 to 1 (Princeton University, 2022a). This sampling
strategy resulted in the inclusion of a large number of Black, Hispanic, and low‐income families. Mothers
were interviewed shortly after birth and fathers were interviewed at the hospital or by phone. Follow‐up
interviews were conducted when children were approximately ages 1, 3, 5, 9, 15, and 22 (began late
2020). When weighted, the data are representative of births in large US cities (Princeton University,
2022a).
Beginning with the baseline interviews in 1998‐2000, the core study was originally designed to primarily
address four questions of great interest to researchers and policy makers: (1) What are the conditions
and capabilities of unmarried parents, especially fathers?; (2) What is the nature of the relationships
between unmarried parents?; (3) How do children born into these families fare?; and (4) How do
policies and environmental conditions affect families and children? (Princeton University, 2022a).
The study releases geographic identifiers and additional data to the public via restricted use data
agreements. Add‐on files available include 1) a geographic file with variables for the focal child's birth
city, mother's and father's state of residence at each interview, and stratum and primary sampling unit
(PSU) (note: replicate weights are available on the public file in lieu of these), 2) a set of contextual
characteristics of the census tract at each wave, 3) medical records data for mothers and children from
the birth hospitalization record, and 4) a school characteristics file (for the focal child's school at the
Year 9 follow‐up wave) based on National Center for Educational Statistics data (Princeton University,
2022b).
 Fragile Families geographic identifiers and add‐on data
 Fragile Families restricted use data agreements
GENERAL SOCIAL SURVEY (GSS)
The GSS contains a standard 'core' of demographic, behavioral, and attitudinal questions, plus topics of
special interest (University of Chicago, 2021). Many of the core questions have remained unchanged
since 1972 to facilitate time‐trend studies as well as replication of earlier findings. The GSS takes the
pulse of America and is a unique and valuable resource. It has tracked the opinions of Americans over
the last four decades. GSS public use files are described here. The GSS geographic identification code
files are made available to researchers under special contract with NORC.
HEALTH AND RETIREMENT STUDY (HRS)
The Health and Retirement Study (HRS) is a longitudinal panel study that surveys a representative
sample of more than 26,000 Americans over the age of 50 every two years (University of Michigan,
2020). The HRS explores the changes in labor force participation and the health transitions that
individuals undergo toward the end of their work lives and in the years that follow. Since its launch in
1992, the study has collected information about income, work, assets, pension plans, health insurance,
disability, physical health and functioning, cognitive functioning, and health care
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expenditures. Restricted data is available only under special agreement. The Michigan Center on the
Demography of Aging Data Enclave is available to prospective users of restricted data files interested in
exploring the demography of aging (University of Michigan, 2022a).
 HRS restricted access files
 HRS access to restricted materials
INTER‐UNIVERSITY CONSORTIUM FOR POLITICAL AND SOCIAL RESEARCH (ICPSR)
The Inter‐university Consortium for Political and Social Research provides access to a number of
restricted datasets through the ICPSR Data Access Request System (IDARS) (Inter‐University Consortium
for Political and Social Research, 2022).
 ICPSR restricted datasets
 ICPSR restricted access procedures
NATIONAL CENTER FOR EDUCATION STATISTICS (NCES)
The National Center for Education Statistics (NCES) provides restricted data licenses for a number of its
studies through the Institute for Education Studies (IES) (U.S. Department of Education, n.d.).
 NCES restricted data listing
 NCES restricted use data manual (procedures and applications)
NATIONAL CENTER FOR HEALTH STATISTICS (NCHS)
A number of National Center for Health Statistics (NCHS) datasets contain restricted information that
could compromise the confidentiality of survey respondents or institutions or is sensitive by nature
(Centers for Disease Control and Prevention, 2022c). There are several modes of access to these data,
including use at a Census Bureau RDC or the CDC RDC, as well as staff assisted or remote access. These
modes and their access requirement are described here.
 NCHS restricted datasets
 NCHS Restricted data access procedures
NATIONAL CENTER FOR SCIENCE AND ENGINEERING STATISTICS (NCSES)
The National Center for Science and Engineering Statistics (NCSES) within the National Science
Foundation (NSF) grants licenses to securely access restricted use microdata files under certain
conditions (National Science Foundation, n.d.). Licenses are only needed for microdata not available
in public use files. NCSES collects data related to U.S. competitiveness and STEM education including
data on research and development, the science and engineering workforce, and U.S. competitiveness in
science, engineering, technology, and research and development as well as the condition and progress
of STEM education in the United States.
 NCSES restricted‐use data
 NCSES restricted‐use data licensing guide and forms
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NATIONAL DEATH INDEX (NDI)
The Centers for Disease Control produce the National Death Index (NDI), a centralized database of death
record information on file in state vital statistics offices (Centers for Disease Control and Prevention,
2022a).
 CDC NDI
 CDC NDI User's Guide and application criteria
NATIONAL LONGITUDINAL STUDY OF ADOLESCENT HEALTH (ADD HEALTH)
The National Longitudinal Study of Adolescent Health (Add Health) is the largest, most comprehensive,
nationally‐representative longitudinal survey of adolescents ever undertaken (University of North
Carolina at Chapel Hill, n.d.). Beginning with an in‐school questionnaire administered to a nationally
representative sample of students in grades 7‐12, the study followed up with a series of in‐home
interviews conducted in 1995, 1996, 2001‐02, 2008, and 2016‐18. Add Health participants are now full‐
fledged adults, aged 33‐44, and will soon be moving into midlife. Over the years, Add Health has added a
substantial amount of additional data for users, including contextual data on the communities and
states in which participants reside, genomic data and a range of biological health markers of
participants, and parental survey data (University of North Carolina at Chapel Hill, n.d.).
 Add Health restricted use datasets
 Add Health contract application information
NATIONAL LONGITUDINAL SURVEYS (NLS) GEOCODE
The National Longitudinal Surveys (NLS) are a set of surveys designed to gather information at multiple
points in time on the labor market activities and other significant life events of several groups of men
and women. For more than 4 decades, NLS data have served as an important tool for economists,
sociologists, and other researchers (U.S. Bureau of Labor Statistics, n.d.).
 NLS geocoded files
 NLS geocode program application
NEW IMMIGRANT SURVEY (NIS)
The New Immigrant Survey (NIS) is a nationally representative multi‐cohort longitudinal study of new
legal immigrants and their children to the United States based on nationally representative samples of
the administrative records, compiled by the U.S. Immigration and Naturalization Service (INS), pertaining
to immigrants newly admitted to permanent residence (Princeton University, 2022c). Restricted use
datasets, with two levels of data are available (Princeton University, 2022d).
 NIS restricted use datasets
 NIS restricted use procedures and forms
PANEL STUDY OF INCOME DYNAMICS (PSID)
The Panel Study of Income Dynamics (PSID) is the longest running longitudinal household survey in the
world. The study began in 1968 with a nationally representative sample of over 18,000 individuals living
in 5,000 families in the United States. Information on these individuals and their descendants has been
collected continuously, including data covering employment, income, wealth, expenditures, health,
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marriage, childbearing, child development, philanthropy, education, and numerous other topics. The
original sample has also been augmented since 1968 to enhance representativeness (University of
Michigan, 2022b).
 PSID restricted access files
 PSID restricted access procedures and forms
ENVIRONMENTAL INFLUENCES ON CHILD HEALTH OUTCOMES (ECHO) PROGRAM
The Environmental influences on Child Health Outcomes (ECHO) Program is a research program
supported by the National Institutes of Health (NIH), to enhance the health of children for generations
to come. The goal of the ECHO Program is to understand the effects of a broad range of early
environmental influences on child health and development. ECHO is dedicated to both learning what
factors affect child health and to finding ways to enhance it (Environmental influences on Child Health
Outcomes, n.d.).
ECHO conducts observational research through its Pediatric Cohorts. Through these 69 cohorts, ECHO
researchers are able to examine information about a participant’s health over time. The ECHO Program
has two major components, the ECHO cohorts (for observational research) and the ECHO IDeA States
Pediatric Clinical Trials Network (ISPCTN) (for intervention research) (Environmental influences on Child
Health Outcomes, n.d.).
Avera is one of only 35 nationwide cohorts chosen to participate in ECHO (PI – Dr. Amy Elliott). The main
aim of the ECHO cohorts is to bring separate cohorts together into one large ECHO‐wide cohort so that
ECHO investigators and the wider community of scientists can address research questions about effects
of a broad range of early environmental exposures on child health and development, questions that no
single cohort, or even a few, can answer alone (Avera, March 5, 2021).
Five key outcomes will be investigated:
 Upper and lower airway conditions, such as asthma
 Obesity
 Neurodevelopment, including ADHD and autism
 Pre‐, peri‐ and postnatal outcomes, such as prematurity
 Positive health
Outcome measures are tracked via PROMIS® (Patient‐Reported Outcomes Measurement Information
System), which is a set self‐reported and parent‐reported measures of global, physical, mental, and
social health for adults and children in the general population and those living with a chronic condition
(U.S. Department of Health and Human Services, 2022).
The policies and procedures for obtaining access to ECHO‐wide cohort data for the purposes of
conducting analyses requires approval from a Steering Committee (Environmental influences on Child
Health Outcomes Program, 2022). Data that are individually unique and pose a theoretical risk of
participant re‐identification may be accessed only by select ECHO Data Analysis Center staff (e.g., data
analysts, system administrators).
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RECOMMENDATIONS FOR IMPROVING STATEWIDE DATA
A critical first step in preventing adversity in childhood is conducting surveillance, which allows us to
understand the scope of the problem, where and when childhood trauma is most likely to occur, and
who is at greatest risk. Based on the survey and focus groups findings, as well as the gaps identified in
the data crosswalk, key recommendations to improve access to and analysis of children’s wellbeing
surveillance data in South Dakota are listed below.
 Select a small set of county‐level indicators to monitor over time.
The Data Initiative identified the CDC’s Connecting the Dots tool as an approach to mapping data
to help communities connect the dots between data and practice. This tool allows data users to
easily connect the dots between multiple types of violence and the risk and protective factors
they share at each level of the social‐ecological model (SEM), thereby showing the interaction
between these factors at individual, relationship, community, and societal levels (Centers for
Disease Control and Prevention, 2017). We are currently in the process of identifying risk and
protective factor indicators contained within the data sources listed in the data crosswalks. Our
hope is that this process will help data users and decision‐makers more easily identify data
sources monitoring indicators of interest to violence prevention efforts occurring throughout the
state of South Dakota.
 Explore innovative administrative data linkages to improve our understanding of child
maltreatment incidence and related risk and protective factors.
Linked data files enable data users to examine the factors that influence child wellbeing,
including ACEs, growth and development, service utilization, and secure attachments. The
fundamental elements to developing coordinated state data systems are described by Child
Trends (King, 2017), and could be used to guide the development of a coordinated data system
for South Dakota.
 Invest in data infrastructure.
Just like bridges and roads, data infrastructure requires investment. Open standards, identifiers,
and registers (reference data) are the essential building blocks of data infrastructure, yet these
elements often lack investment, which contributes to limited adoption (Dodds & Walls, 2019).
States throughout the nation are finding innovative ways to use data to deliver better results
(e.g., 2021 State Standard of Excellence), the feasibility and long‐term sustainability of which
warrant further exploration.

CONCLUSION
Childhood adversity impacts a multitude of health outcomes across the lifespan. The health and
wellbeing of South Dakota children is dependent on the concerted efforts, focus, and investment of
researchers, policymakers, and service providers throughout the state. Through this Data Initiative,
several key indicators, gaps, barriers, and needs related to availability, use, and access of child wellbeing
data were identified and presented. The data crosswalk outlined in this report bridges available national,
state, county, and tribal level data pertinent to child wellbeing, and increases access and awareness for
practitioners across the state.
Although important research and surveillance efforts have resulted in robust data as a baseline for this
work, many areas for improvement persist. A comprehensive and collaborative public health approach is
warranted to preserve and improve the health and safety of children in South Dakota. By recognizing the
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current state of data collection, sharing, and dissemination in South Dakota, strategies for coordinated
partnerships, effective referral systems, and innovative funding investments can be created. Through
the collection of key indicators, exploration of innovative data linkages, and improvement of the overall
child wellbeing data infrastructure, child health in South Dakota will have a stronger foundation to
flourish. Statewide child wellbeing will undoubtedly benefit from multidisciplinary collaboration,
comprehensive awareness, and sustainable improvement related to child wellbeing data in South
Dakota.
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