16. National Data Warehouse (aka “IHS User Population Data”)
Purpose and Methodology
1. Who collects the data and for what purpose(s)?  How do they collect the data (from a survey or through program administration)?
The National Data Warehouse (NDW) is the national data repository for Indian Health Service (IHS) statistical health care data on patient registration and encounters occurring at either IHS facilities or contracting facilities that provide care.  IHS collates information collected by IHS clinics and fed into the National Patient Registration System (NPIRS).  The IHS Datamart is available online at (http://www.ihs.gov/NDW/index.cfm?module=dsp_dqw_mq2).  During the initial load of the data warehouse, NPIRS asked program sites to send all registration and encounter data dating back to October 1, 2000. Most sites were able to do so, but not all. Some also sent encounter data prior to that date, but this data is sparse. 
The core NDW business functions include:

· Loading and storing received registration data

· Loading and storing received encounter data

· Generating user population reports

· Generating workload reports

A few of the additional services that the NDW provides are:

· Fulfilling special data and report requests from Headquarters, outside entities, IHS Administrative Area Offices, or Sites

· Producing annual reports for the Centers for Disease Control and Prevention (CDC), Census, and Tumor Registry

· Serving as the liaison between the IHS Administrative Area Offices and the Centers for Medicare & Medicaid Services (CMS) Interface

· Maintaining and supporting the NDW Informational website (See http://www.ndw.ihs.gov/)

· Maintaining and supporting the Meta Data website (See http://www.ihs.gov/scb/metadata/)

· Providing User Access to IHS data through the General Data Mart (See NDW General Data Mart Getting Started Guide at http://www.ihs.gov/NDW/?module=dsp_dqw_mq7&Answer=5#)

(See NDW Data Quality Mart User Guide at http://www.ihs.gov/NDW/?module=dsp_dqw_mq7&Answer=4#)

· Maintaining and supporting the Export Tracking Mart (See NDW Export Tracking User Guide also at http://www.ihs.gov/NDW/?module=dsp_dqw_mq7&Answer=4)

· Loading and storing Registration Data
Core Data Set Requirements.  On January 22, 1992, the final notice of the Core Data Set Requirements established by the Director, IHS, was published in the Federal Register (Vol. 56, Number 14) establishing a set of core program data elements that all IHS programs and facilities are required to submit for the IHS national data base.  The Core Data Set requirements fulfill several purposes, including meeting the management information needs of IHS and tribal contractors (P.L. 94-437, as Amended, 925 U.S.C. 1662, Section 602).  The PRS core data set requirements include reporting record formats and guidelines on the use of the Social Security Number (SSN) as a patient identifier

2. Which IHBG formula variables in 24 CFR Part 1000 can the data source measure?
None
BWC: AIAN population is a current IHBG formula variable.
3. What other aspects of Indian Housing need can the data source measure?

Population: Number of Native Americans served by IHS programs.  Raw demographic data includes: Social Security Number, Tribal Enrollment; Address; Age; Blood Quantum

The User Population (USERPOP) reports are provided to the IHS Administrative Area Offices and Headquarters, Office of Program Statistics. There are five reports generated each year – four drafts and one for official reporting. These reports provide counts of all registered and active users (patients) within each IHS Administrative Area. They are created by extracting patient registration information and associated encounter (workload) data from the NDW database.

4. What questions are used to collect the data? Please attach a copy of questionnaires and/or forms and any associated instructions/training materials and definitions.

Cowlitz Tribal Clinic questionnaire attached.
5. For what population(s) or sub-population(s) is the data collection program designed to collect data?
The intention of Congressional appropriated funds is the general support of the health program of the Indian Health Service to provide health services for Indians who live on or near Indian reservations. 
BWC: The IHS is designed to provide health services for Indians who live on or near Indian reservations. This particular program is designed to store health data collected by IHS providers on Indians who live on or near Indian reservations

6. For what population(s) or sub-populations does the collection program collect data? 

Native Americans living on or near reservations who use IHS services. 
Ben: Reporting to the NPIRS database is optional, so not all AIAN people that receive services through IHS funded services are captured.
 

7. For what geographic levels(s) is the program designed to estimate data values?  Can the data source produce estimates/figures based upon the formula areas described in 25 CFR 1000.302? What, if any, strategies are used to ensure sufficient and equitable coverage of all Indian areas?
Data collated for the Area, County, State, and National levels   Area= CHSDA (Contract Health Service Delivery Area)

Contract health service delivery areas are established as follows: 

· The State of Alaska; 

· The State of Nevada; 

· the State of Oklahoma; 

· Chippewa, Mackinac, Luce, Alger, Schoolcraft, Delta, and Marquette Counties in the State of Michigan; 

· Clark, Eau Claire, Jackson, La Crosse, Monroe, Vernon, Crawford, Shawano, Marathon, Wood, Juneau, Adams, Columbia, and Sauk Counties in the State of Wisconsin and Houston County in the State of Minnesota; 

· With respect to all other reservations within the funded scope of the Indian health program, the contract health services delivery area shall consist of a county which includes all or part of a reservation, and any county or counties which have a common boundary with the reservation.

BWC: There is no estimation/extrapolation. The administrative records can be aggregated at multiple geographic units.
Ben: While there are considerable number of IHS funded facilities (both tribally run and IHS run), there still are some tribes that do not participate in these programs. It is unclear which tribes do not have an IHS-funded facility. Also, it is unclear how HUD could have IHS provide unique aggregations of person-level data at IHBG formula service areas.

8. How are the individuals or units chosen to participate (i.e., what is the sampling strategy)? Are there any segments of the eligible population not being reached?

Services will be made available, as medically indicated, to persons of Indian descent who belong to the Indian community serviced by the local IHS facilities and program.  The IHS may provide an individual with health services if the community in which he/she lives regards him/her as an Indian.  In accordance with the current law, IHS may use such factors as tribal membership, enrollment, residence on tax-exempt land, ownership of restricted property, active participation in tribal affairs, or other relevant factors in keeping with general BIA practices in the jurisdiction.  However, it should be the patient's responsibility to obtain appropriate BIA documents.  In case of doubt as to whether an individual applying for care is within the scope of the program, the service unit director (or designee) shall obtain information from the appropriate BIA or tribal official in the pertinent jurisdiction regarding the individual's continuing eligibility. How often is data collected? Is the data collected at a single point in time sample or as a rolling sample? What time period does the data reflect? 
Native Americans who do not use IHS services are not included in the data. 
9. What procedures (for example follow up visits, incentives, marketing, etc.) are in place to encourage participation and completeness of the dataset?
The quality improvement process shall ensure that management systems and policies for the PRS are basically positive and effective.  This includes completing policies and procedure revisions to improve service and quality outcomes that meet customer (client and patient) needs.  
Continuous quality improvement in the PRS concerns the interface of functions across departments and services.  The focus is on determining how the system itself can continue to be user friendly, and its effectiveness improved through the active involvement and participation of staff from all organizational components. 
Emphasis must be placed on a proactive (preventive), not reactive, action, and on concurrent not retrospective evaluation.  This is a different orientation from being problem focused and addressing problems after they have been identified and caused system complications.

10. What other entities utilize this data source and for what purpose(s)? 

Health Statistic Researchers use the data to track and analyze specific health issues of Native American communities.  IHS officials use the data for planning purposes. 

Accuracy and Precision
11. What is the confidence limit used to calculate the published margin of error? If no confidence limits or margins of error are provided, confirm there was no sampling or extrapolation involved.
This is a record of patients, expected to be complete, thus the concepts of confidence limits and margin of error. 
12. What methods are in place to deal with total and partial nonresponse among the individuals recording this data? What are the rates of total and partial nonresponse?
All patients are required to have a record if they use IHS services.  
Ben: However, not all IHS funded facilities are required to report data into the NPIRS data system. We do not know the rate of participation for this data collection process.
  
13. Is the relative margin of error consistent across all tribes/tribal areas (e.g., small, large, rural, urban, off-reservation, on-reservation, etc.)? If not, describe the variation.

This does not apply to this administrative data source.  
14. Overall, what design issues (e.g., phrasing of questions, incentives for participating, imputation methods, number of attempts to collect data for each selected participant, real or perceived conflicts of interest, etc.) could introduce biases for all or a certain subgroups of tribes (e.g., small, large, rural, urban, etc.) or certain types of data (e.g., financial, population, etc.)? Please provide examples to support your determination. 
Depending on the policies of the clinic in their area, Native Americans who are not Tribal members may not be served.  This may result in Tribal members whose Tribe does not have a clinic being under represented in the User Pop. 

Implementation and Funding
15. What organization(s) (e.g., Census, other federal agencies, tribes, TDHE) are responsible for implementing and administering data collection and/or analysis (including recruiting, hiring, training, and monitoring field staff, supplying necessary equipment, and compiling the results)?
Indian Health Services and Tribal Health program.  IHS employs outside contractors to manage its datamart.
16. How much do the data collection and analysis phases cost, and how are they funded? If there is a specific cost to HUD or IHBG recipients, specify that cost. If this is a proposed new data source, please provide information used to estimate the cost of data collection.

The data collection and analysis is funded by IHS.  No information could be found to determine the cost of the collection.
The General Data Mart contains current registration, encounter, user population, look-up tables and basic metadata from the NDW, including information about the export files. A snapshot of the Legacy system registration and encounter tables is also available.

Access is restricted to authorized users. Authorized users currently include IHS departments and programs (e.g. EPI, IHPES, and Diabetes) and some Area Statistical Officers. Refer to the NDW General Data Mart documents in the “Documentation Library” section for complete information related to content and access

17. What additional resources are needed to apply the data in the IHBG formula, and from which sources?

The data is readily available from the website.  Individual users have the ability to select data for inclusion in reports.
Indirect Access – infrequent and recurring routine needs can be requested from the OIT Helpdesk at support@ihs.gov and/or authorized access to existing reports on IHS’s National Data Warehouse (NDW) Reporting Web Site can be requested from your Area Statistical Officer.

Direct Access – more frequent, highly variable needs would best be handled by either getting access to the General Data Mart (GDM) or by establishing your own data mart.  Requests for direct access are made via an ITAC (Information Technology Access Control) form available at https://ww.ihs.gov/itac.

A data mart is a collection of data tailored to the processing and informational needs of an individual department or program. It can often be shared by multiple groups or organizations. In short, data marts turn a multitude of raw data into meaningful information for specific disciplines, programs and organizational units.

NPIRS maintains a General Data Mart (GDM), which is a snapshot of current data stored in the NDW, updated on a weekly basis.  The organization of the data in the GDM is located at: GDM Schemas Tables Views and Nicknames
18. How long after data collection will it take for the data to be aggregated and available for use?
The NDW Export Tracking Website portion of the datamart is refreshed every time the page is accessed so it gives you a real-time picture of what has been received and loaded into the NDW.  Data is automatically retrieved from individual clinic systems at least monthly.

Jim: Two reports also exist that list, by Area and file type, each file that was loaded and present in the NDW  by a certain point in time:

BWC: Minimal work would be required to understand how the tables are organized and coded. Converting the data into a variable should be relatively straightforward.

Transparency and Potential for Challenge
19. How transparent is the proposed data source? For instance, for which of the above questions was it difficult or impossible to find an answer? What prevented answering those questions? 
The data source includes information that is covered under the Health Information Privacy Act (HIPA).  Protected information cannot be disclosed and thus transparency is limited.  Additionally, it would be difficult to determine how many Tribal members are not included in the data source.  No income data appears to be collected.

BWC: There are generally privacy concerns that prevent health data from being too transparent, but this seems to be a pretty straightforward collection of standard administrative data.

20. What procedures would be recommended for a tribe/TDHE to challenge inaccurate data with HUD as applied in the formula? How does the cost of formula challenges differ from the status quo?

Not a significant difference.  Tribe could use information from Tribal surveys, Tribal enrollment and census to establish that the IHS data under represented the population of Tribal members and/or Native Americans in their area.
BWC: If data from the datamart were used for a variable other than population, there could be additional challenges especially if the judgment of medical professionals was necessary, but this probably will not be a problem for housing need variables.

21. How can a tribe/TDHE challenge inaccurate data with the entity that collected the data? What are the costs for challenging data with the entity that collected the data?
Tribal clinics are continually asked to ensure the quality of their data.  The NDW Data Quality Mart provides the user a quantified picture of problems with their data, as well as enough detail to allow record level identification of problematic data.  Currently, the Data Quality Mart reports are showing data errors that could have an influence on numbers showing on NPIRS user population reports or workload reports. 

The Data Quality Mart reports are posted on the IHS National Data Warehouse Reporting web site (ROHAN) and are available to those who have access to the IHS intranet. Access to the Data Quality Mart. requires a logon account. 

22. Could the data collection procedures be modified to deal with future modifications of the formula and/or formula areas? How? What opportunities exist to improve the accuracy and/or precision of the data source?
In concert with Indian Health Services and consultation with Tribes, some changes or additional information could be collected
NPIRS maintains an informal ‘wish list’ of new fields that have been requested for possible implementation in a future version of the NDW. If you would like something added to this list, send your request via e-mail to support@ihs.gov. However, the formal process of getting the field added would require the following: 

Approval: 

· The process for approving additions to the export will be directed by the NPIRS Investment Sponsor, Director of IHS Office of Public Health Support (currently Dr. Richard Church). 

· With the concurrence of the NPIRS Investment Sponsor, the project would be submitted to the IHS Information Technology Investment Review Board (ITIRB). 

· Adding data elements to the NDW exports will require tribal consultation. 

· It will require those who use these data to provide information to convince Tribes, IHS sites, and IHS leadership of the critical importance of their having access to additional data. 

· One of the most effective advocacy methods will likely be for programs (requestors) to demonstrate, with ‘real life’ examples, the value of the information these additional data elements could provide. 

Funding:

· Adding data elements to the data the NDW can accept will require changes to both the exports and internal NPIRS processes and databases.

· NPIRS/NDW is entirely outsourced to a contractor.

· Major changes to the NDW will require a task order and additional funding.

· Funding priorities within OIT are debated and established by the Information Systems Advisory Council (ISAC).   

BWC: If data from the datamart were used for a variable other than population, there could be additional challenges especially if the judgment of medical professionals was necessary, but this probably will not be a problem for housing need variables.

23. How has the data collection methodology changed over the last few data collection cycles?
Data is continually monitored and analyzed by IHS.  Most recent complete data available is from 2014.
24. How stable has the data been over the last few data collection cycles?
Population of Native Americans being served grew steadily from 1990 through 2014

Other Potential Concerns
25. What other factors not addressed above could impact the suitability of this data source for use the IHBG formula? In what way(s)? Please provide examples to support your determination.
Collects individual patient information.  Does not collect number of family members in the home, household income, or housing situation.
This data source is very limited relative to housing need factors.  It provides numbers of Native Americans being served by IHS programs, which may or may not be representative of the actual Native American Population.  The source may under represent Tribes without IHS programs.

Recommendation
26. Should this data source move on to the evaluation stage? If no, please provide examples to support your determination.
Maybe, this source potentially could be used as a verification or weight for other factors.

Jim: No, Privacy Act concerns will likely not allow this data to be very transparent.  Also, while the data would reveal a count of AIAN person by zip code, this count would only be of those individuals that were users of IHS services.  The data is reported by visit, the visits occur over time, so there is no sense of this data being a snapshot of the location of all AIAN persons in the way that the decennial census has always attempt to provide a snapshot of persons on April 1.  There is no information that would necessarily tie individuals to the same housing unit when P.O. Box numbers are the address.
BWC: Yes. This offers a potential alternative data source for a current IHBG variable, even though its relative accuracy in terms of determining AIAN populations within all Indian areas requires further analysis.

Ben: No. There is no doubt that the IHS User Population data in the NPIRS system is extremely valuable and provides in-depth information on the health and well-being of the AIAN population in tribal areas. However, these data are not appropriate for allocating Federal housing resources because they do not reflect the whole AIAN population for a number of reasons:

1) Not all tribes participate in IHS programs. It is unclear which tribes do not have an IHS-funded facility. 
2) Participation in the NPIRS patient reporting is NOT mandatory for all IHS facilities, especially the hundreds that are tribally run. We cannot find information about the coverage rate of all IHS funded facilities. 
3) Many tribes have very basic health centers funded through IHS programs that do not provide very comprehensive care. Thus, there are likely many tribal members get services from other non-IHS facilities and would not be captured in this database. Thus, NPIRS data does not cover all AIAN individuals even in the tribes that do have facilities. 
Furthermore, to produce actual aggregations for IHBG formula area, HUD would have to negotiate with the IHS contractors that run the NPIRS database to geocode residence addresses for the IHS user populations and to aggregate data at special geographies (which may or may not be technically feasible). Even if possible, this would likely require significant resources to pay external contractors to perform a substantial amount of analytic work. 
� http://aspe.hhs.gov/hsp/06/catalog-ai-an-na/RPMS.htm


� http://www.ihs.gov/newsroom/factsheets/ihsyear2014profile/


� http://aspe.hhs.gov/hsp/06/catalog-ai-an-na/RPMS.htm
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