ACCESSIBLE MICROSOFT POWERPOINT PRESENTATION

Slide 1:
TBI REGISTRIES
TWO MODELS
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Disclosures
This project is supported, in part, by members of the Using Data to Connect People to Services Workgroup who’s states have grants from the U.S. Administration for Community Living, Department of Health and Human Services, Washington, D.C. 20201.

Member states include Nebraska, Virginia, Georgia, Alaska, Idaho, Kansas, Minnesota, Missouri, Rhode Island, Utah, Vermont, California.  Additional participants include the state of North Carolina and the Iowa Brain Injury Alliance. Grantees undertaking projects with government sponsorship are encouraged to express freely their findings and conclusions. Points of view or opinions do not, therefore, necessarily represent official ACL policy.
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Virginia
Donna Cantrell, MEd 
Brain Injury Services Coordination Unit
Virginia Department for Aging and Rehabilitative Services
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History
As early as1984, Virginia was required by Code to have a TBI registry that was maintained at the Department of Rehabilitative Services.

2008, March - Virginia General Assembly repealed the Code that directed DARS to maintain a separate brain injury registry, and
Virginia General Assembly amended existing code to read:
“The Commissioner [of the Virginia Department of Health] shall make available and share all information contained in the Virginia Statewide Trauma Registry with the Department of Rehabilitative Services so that the Department may develop and implement programs and services for persons suffering from brain injuries.”
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It Takes 3 Organizations 
1. Department for Aging and Rehabilitative Services (DARS)
· Lead Agency for brain injury services in Virginia
· Responsible for conducting outreach to Virginians with brain injury
2. Department of Health, Office of Emergency Medical Services
a. Owns and maintains the Virginia Statewide Trauma Registry (VSTR)
3. Brain Injury Association of Virginia (BIAV)
a. Manages the physical mailing
b. Is the contact for statewide information and referral
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Process

a) DARS downloads telephone book-level data from VSTR on a monthly basis.

b) DARS provides BIAV with mailing labels and letters signed by the Commissioner asking recipients to contact BIAV for information on resources and referrals. Research - greater response when letter is from state agency 

c) BIAV uses a mailing house to send the outreach materials and maintains an 800-number hotline that recipients can use to reach out for more information.

d) BIAV monitors number of contacts and the general content of the contacts.
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Strengths and Limitations

Strength:  This is detailed data on ALL emergency department and trauma center admissions throughout Virginia

Limitation:  This is detailed data on ONLY emergency department and trauma center admissions throughout Virginia
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What’s Missing?

a) Non-ED / trauma center admissions
b) < 23 hour holds for observation
c) Private physicians
d) Doc-in-the-boxes
e) Sports medicine clinics
f) Athletic trainers
g) ??? 
h) Virginia’s focus on data
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Other Challenges

a) No MOU – periodic interruptions in access
b) DARS does not “own” the data so quality control requires multi-agency cooperation
c) Eliminating “death” from the download
· ICD 9/10 issues, Reduction in numbers
d) 2 data dictionaries
· We are not yet sure of the extent to which these data dictionaries differ
· Hospitals use software company: Clinical Data Management (CDM) 
· CDM downloads hospital data - uploads required elements into both National and Statewide Trauma Center databases
[bookmark: _GoBack]
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Georgia

Craig Young
Brain and Spinal Injury Trust Fund Commission

Central Registry for 
Traumatic Brain and Spinal Cord Injury
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Vision

A Georgia where people with traumatic brain and spinal cord injuries are valued, have equal opportunities and real choices.
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Mission

The Brain and Spinal Injury Trust Fund Commission improves the quality of life of Georgians with traumatic brain and spinal cord injuries by distributing funds and resources and making policy recommendations to enhance statewide infrastructure.
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Central Registry History

a) The Central Registry for Traumatic Brain and Spinal Injury was transferred to the Commission from Roosevelt Warm Springs in 2004.

b) Statute §OCGA 31-18-1 et. al. directs the Commission to contact recently-injured Georgians regarding funding/resources and to generate demographic and statistical data on injury via the Central Registry database for traumatic injury. 
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Central Registry Process

a) An annual contract with the Georgia Hospital Association for the provision of quarterly SCI and TBI injury data to capture the incidence of ER visits and inpatient admissions.
b) Data includes the primary injury and subsequent nine diagnostic injury codes along with codes for injury mechanism.
c) Identifying information is required (by statute) including name and address for direct contact of those injured.
d) Contract for mailing executed with approved mail-house vendor.
e) Mailings are made separately to dual diagnosis, inpatient and ER patients on a staggered schedule.
f) Letters to injured provide Commission contact information as well as resource info for the statewide “No Wrong Door” program administered by the ADRC and the Brain Injury Association of Georgia.
g) Central Registry data is compiled for the annual report to the Georgia General Assembly and Constitutional Officers.
h) Central Registry data is disseminated to other state agencies on request.

Commission staff processes data for demographic and injury characteristics
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Strengths of Central Registry

a) The Commission “owns” the Central Registry data. 
b) Provides annually, over 27,000 names of injured (since ICD-10 adoption).
c) Data provides a higher profile for the Commission in terms of recognition and support from other state agencies and officials.
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Limitations of Central Registry

a) Data is only as good as the hospital staff that enters the data.
b) Do not receive patient information regarding those whose primary diagnosis is coded for substance abuse (due to federal privacy statute).
c) Data is not received as quickly as needed.
d) Additional diagnostic codes could add to annual incidence.
e) There is no penalty for not complying with legislation.
f) Do not receive TBI data from urgent care, clinics, private practice physicians and non-clinical health care providers.
g) Cannot quantify TBI prevalence for the state of Georgia.
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Questions and Comments

a) We’ve talked about 2 different models of how states have developed TBI registries.
b) This does not mean to imply that there are no other options.
c) If you have questions, please feel free to contact Workgroup members from Virginia, Nebraska or Georgia.
d) Where do we go from here?
e) Thank you for your time!
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