Questionnaire on TBI/Trauma Registries

Introduction
Include a brief description of TBI registries. 
1. Which state do you represent?
2. What is your role or job position?
3. Does your state have an established process for TBI data collection (e.g., TBI Registry, Trauma Registry, Hospital Association data)?
a. Yes – Continue to #4
b. No – Skip to end or additional comments
4. What is the source for your state TBI data? Select all that apply
a. Independent TBI Registry
b. State Trauma Registry
c. Hospital Association Data
d. Other state data set 
e. Other
5. Do you have an agreement in place to access the above data source(s)?
a. Yes
b. No
6. Does your state use identifiable TBI data to link people to services? 
a. Yes 
b. No 
Registry History
For the purposes of the following questions a TBI Registry can include any mechanism for TBI data collection, identification, and/or linkage to services.
1. What year was your TBI registry established? 
2. How long did it take to establish the TBI registry? 
3. How was the TBI Registry established?  
a. Legislative action 
b. Administrative action
c. Other
4. Which state agency manages the TBI Registry?
a. Is that the state lead agency for TBI?
Registry Operations
1. How much full-time equivalent (FTE) supports TBI registry operations?
2. Is your TBI Registry funded?
a. Yes – Continue to #11
b. No skip to #13
3. How is the TBI registry funded? 
4. How much funding is appropriated for the TBI Registry?
5. Does your state receive funding from the Centers for Disease Control (CDC) for the trauma registry?
a. Yes
b. No
6. Is the registry statewide or only a portion of the state, or only a portion of the hospitals across the state?
a. Statewide
b. Portion of the state
c. Other
Registry Outreach – Display logic based on answer to question #4
Provide definition of TBI registry outreach – i.e. linkage to services
1. How is the TBI Registry outreach conducted? Select all that apply.
a. Mail
b. Phone
c. Email
d. Other
2. What information is provided? Select all that apply
a. Letter
b. Pamphlet/Brochure
c. Fact sheet
d. Resource sheet
e. Other
3. Is a case manager or resource facilitator assigned?  Select all that apply
a. Yes, case manager/care coordinator
b. Yes, resource facilitator
c. No
4. What is the timeframe for contact? 
a. Within 3 months of injury or discharge
b. Within 6 months of injury or discharge 
c. Within 1 year of injury or discharge
5. How frequently is the patient contacted?
a. Once
b. Twice
c. Three or more times
6. How long is one eligible for outreach?

Registry Data
1. What is the focus of data collection for your registry? Select all that apply.
a. Traumatic Brain Injury
b. Acquired Brain Injury
c. Spinal Cord
d. Other
2. Which of the following are included in your TBI Registry? Select all that apply. a.	ER visits
b. Hospitalization, input criteria for length of stay (e.g., >24hrs)
c. People who live out of state
d. None
3. What age groups are included in your TBI registry?
a. All ages (note if this option selected it can avoid selecting all following options)
b. 0-17
c. 18+
4. Do you have access to the ICD-10 codes for inclusion criteria that your state uses to collect TBI or Trauma registry data?
a. Yes
b. No
5. [bookmark: _GoBack]Do you have direct access to your state’s TBI registry data? 
a. Yes
b. No
6. Length of time to access data? 
a. Less than 1 month
b. 2-3 months
c. 4-6 months
d. 7+ months
Registry/Data Reporting
1. Is TBI registry data analyzed and aggregated into a report? 
a. Yes, how often? 
b. No
2. Who receives TBI registry reports? Select all that apply.
a. TBI Advisory Board
b. Legislature 
c. Public Health Department
d. TBI Registry participants
e. General public
f. Other
3. Do you share how the data has improved the lives of people that were reported?
a. Yes, please describe
b. No
Closing/Additional Comments
1. Are there any documents/tools you can share with us?
2. Any strengths or challenges of your TBI registry that you would like to share?
3. Are there any other areas or topics you’d like to address in the future?
4. Any additional comments or additional information you would like to share about your TBI Registry?
Questions for consideration
1. How are services provided?
2. Does your state have an All Payer Claims Database?
i. Yes – Continue to # 
ii. No – Skip to #
3. What is the relationship between the Registry and the All Payer Claims Database?
4. Does your state have other registries that are cross-referenced with the TBI Registry?
5. Is there any connection with the Registry and SUD state agency? Between the Prescription drug registry
6. Is there a consequence for non-compliance to hospitals and clinics that do not report? If so, what is the consequence?
7. Does your state have a TBI registry representative on your advisory board?
8. If the state does service linkage, are there any challenges in providing information to certain populations? Language/translation issues? 
9. Which Codes are used to refer a patient to the Registry?
a. Does your state under-report? Which ICD-10 codes are omitted? What parameters?
10. What data fields/information is collected for the Registry? 
11. Do you have a data dictionary for hospital data elements around trauma or TBI?
a. Are all elements required or are some supplemental?
12. Are agreements for data in place? If so, what kind of agreements? How often are they updated?
