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Disclosures – Funding 

Midwest Regional Spinal Cord Injury Care System, 
NIDILRR (90SIMS0015)
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Learning Objectives 

1. What is the National Spinal Cord Injury Database?
2. How is Shirley Ryan AbilityLab involved with the database?
3. Describe the enrollment process and follow-up data collection
4. Why do we need to keep up with enrollees?
5. Describe the MRSCICS Matters newsletter
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1. Highest-quality clinical care
— Acute care
— Inpatient rehabilitation

2. Contribute data to the National SCIMS Database
3. Dissemination and knowledge translation

What does it mean to be a Model System?
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What is the National Spinal Cord Injury Database?

• Established in 1970 to study the long-term outcomes of traumatic spinal 
cord injury (SCI) and factors that affect that course

— Demographics
— Injury characteristics
— Medical, psychosocial, employment outcomes

• Serves as a research database
— Centralized, web-based database managed by the National SCI Statistical 

Center at the University of Alabama, Birmingham
— 18 SCIMS centers contribute data
— Deidentified data is available per request
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There are currently 18 active 
SCI Model Systems of Care.
Shirley Ryan AbilityLab 
serves as the Midwest 
Regional Model System – 
involved since 1973.
Centers are funded for 5-year 
cycles (currently 2021–2026).
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SCI Model System Centers



SCI Stats from the National Database

Citation: National Spinal Cord Injury Statistical Center, Traumatic Spinal Cord Injury Demographics at a Glance 2023. Birmingham, AL: University of Alabama at Birmingham, 2023.

https://www.nscisc.uab.edu/PublicDocuments/Traumatic%20SCI%20Infographic%20-%20Demographics%20at%20a%20Glance%202023.pdf 

Between 1970–2022, 36,275 participants enrolled in the 
national database across 31 total centers.

Estimated 300,000 people living with tSCI in the United 
States, with approximately 18,000 new injuries per year.
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Initial Enrollment during SRAlab Inpatient Rehab

• Approximately 90 new participants each year at SRAlab.

• Patients are enrolled while they complete inpatient 
rehabilitation. 

• After informed consent, research assistants collect information 
during a brief interview at the time of discharge:

— Medical history 
— Demographics prior to injury (ex. employment and marital status)
— Ability to move and feel sensations
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Date of 
Injury

Inpatient 
Rehab – 

Enrollment 
and first 
interview

1 year after 
SCI

5 years 
post-injury

10 years 
post-injury

15 years 
post-injury

50 years 
post-injury
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Then what?
 Long-Term Follow-Up Data Collection

Continues:
Years 20, 25, 
30, 35, 40, 45

• SRAlab team completes about 200 follow-up surveys per year.
• Enrollees are contacted by phone or email 1 year after their injury, 

then every 5 years thereafter, for follow-up interviews or surveys.
• Collect information about

— Socioeconomic status
— Medical complications
— Psychosocial well-being
— Functional abilities

• Participant retention strategies are essential 
to maintain contact in between 5-year gaps 
in data collection.

— People move, change phone numbers/emails, get married/divorced, 
become incarcerated, require rehospitalization, pass away, etc.
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Staying in Touch

• Birthday and holiday cards
• MRSCICS Matters newsletter 

— Started in 2014 as another way to stay in 
touch with people in the database in the 
hope that they would be more likely to 
complete follow-up interviews
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• About 1,000 subscribers
— Mostly participants enrolled in the MRSCICS Database, plus a few collaborators

• Average open rate of 30% and click rate of 4%
• Content is:

— Written in plain language
— Accessible
— Interesting and relevant to people living with SCI

https://www.sralab.org/research/labs/cror/news/mrscics-matters-newsletter-archive
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MRSCICS Matters newsletter content

• Research team member profiles
• New research findings from SCIMS
• MSKTC Factsheets 
• SCI research opportunities, current events, 

educational resources, etc.
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MSKTC Factsheets

• Factsheets are plain language 
documents written by SCIMS 
clinicians and researchers that 
summarize important topics relevant 
to people living with SCI.

• Topics include: Depression, Pain, 
Bladder Management, Driving after 
SCI, Wheelchair Management, Opioids 
and Your Health, Aging with SCI, 
Employment after SCI

https://msktc.org/sci/factsheets
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• Access all past editions of the 
MRSCICS Matters newsletter 
on our Archives page:
https://www.sralab.org/resear
ch/labs/cror/news/mrscics-
matters-newsletter-archive 
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Questions?
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Q&A

Image by Gerd Altmann from Pixabay

https://pixabay.com/users/geralt-9301/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=1342682
https://pixabay.com/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=1342682
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